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ABSTRACT 

There is a dearth in the literature about low-income Latino/a head-and-neck and 

lung cancer patients' experiences during treatment, including the challenges they face 

during this journey, and how to help them better navigate their treatment and improve 

related outcomes. In this study, five Latino/a head-and-neck and four lung cancer 

patients, six caregivers, seven key informants, and seven patient navigators were 

interviewed to better understand the experiences of these patients along their treatment 

journeys and the system factors affecting their care. Data was analyzed using 

ethnographic content analysis. Patients and caregivers described their experiences 

through diagnosis and treatment, and provided detail about their interactions with hospital 

staff and any problems they encountered. Key informants discussed how the structure of 

the health care system and collaboration among treating institutions affects patient care, 

the options available to patients at a safety net hospital, their roles as providers, and the 

information and resources available to this population. Specific recommendations for a 

patient navigation program for this population were also gathered from each group of 

participants. Recommendations included suggestions for the navigator role, program 

implementation, the addition of an emotional support component of the program, and 

relevant program factors. The aim of the current study is to use these results to inform 

the creation and implementation of a patient navigation program at a safety net hospital in 

Denver, Colorado for low-income Latino/a head-and-neck and lung cancer patients. 
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CHAPTER I 
INTRODUCTION 

In the decades since the National Cancer Act was put into action in 1971, many 
medical advances have helped to improve the treatment of cancer, and subsequently, to 
increase cancer patient survival rates. Although advances have resulted in an overall 
improvement in patient cancer care, not all groups of people in the United States have 
benefitted equally from these advances. Access to care and quality of health services 
varies based on an individual's gender, race/ethnicity, socioeconomic status, and other 
group membership (Centers for Disease Control and Prevention [CDC], 2009a). 
Disparities within the realm of cancer care are especially concerning, as cancer is the 
second leading cause of mortality in the United States, and can be attributed to one out of 
every four deaths (CDC, 2009b; National Cancer Institute [NCI], 2009c). 

Ethnic minority patients, including Hispanics, often receive disparate cancer care 
regardless of their clinical profiles (Shavers & Brown, 2002). Although Latino/a patients 
tend to present with later stage cancers, several researchers have demonstrated that this 
alone does not account for disparities in survival rates (Biffi, Myers, Francoise, Gonzalez, 
& Darnell, 2001; Clegg, Li, Hankey, Chu, & Edwards, 2002; Shavers, Harlan, & Stevens, 
2003). In Colorado, Latino/a patients who obtain abnormal screening results are more 
likely to be lost to follow-up (Colorado Cancer Coalition [CCC], 2005). Furthermore, 
those who receive a formal cancer diagnosis tend to experience longer delays before 
receiving their first treatment and are less likely to adhere to recommended treatment 
plans (CCC, 2005). Latino/a patients in particular are less likely to receive chemotherapy 



and surgical resection for certain types of cancer than their non-Latino/a counterparts 
(Fry, Menck, & Winchester, 1996; Shavers & Brown, 2002). 

Disparities in the timely and appropriate cancer treatment of Latino/a cancer 
patients pose a particularly serious problem for those with head-and-neck and lung cancer. 
These cancers have high mortality rates and require more complex care than other 
cancers, and thus, these patients often face both serious physical and psychosocial 
challenges. Although lung cancer is the third most commonly diagnosed cancer for both 
males and females, it is the leading cause of cancer death among Latinos and second 
leading cause of cancer death among Latinas (CCC, 2005: American Lung Association, 
2005). Head-and-neck cancer is not as commonly diagnosed, although it still accounts 
for 3 to 5% of cancers (National Cancer Institute [NCI], 2005). However, patients with 
lung cancer are likely to develop cancer of the head or neck as a second primary 
neoplasm (National Comprehensive Cancer Network [NCCN], 2006). Patients with lung 
and head-and-neck cancers often have to coordinate their care between several different 
specialty healthcare providers, such as pulmonary medicine, surgery, medical and 
radiation oncology, and speech therapy, among others. 

Head-and-neck and lung cancers have particularly high mortality rates. In 
addition, it is important to note that cancer has many physical implications for patients 
aside from a potential loss of life. Patients with a diagnosis of lung and/or head-and-neck 
cancer may experience disruptions in various basic functions such as breathing, 
swallowing, sight, smell, taste, and/or speech (McLane et al., 2003; Pandey et al., 2007). 
Cancer patients frequently experience additional symptoms such as fatigue, and many 
have disturbed sleep patterns (Liangi & Ancoli-Israel, 2008). One of the symptoms most 



feared by cancer patients is pain, and evidence suggests that the prevalence of pain 
among this population is over 50% (van den Beuken-van Everdingen, de Rijke, Kessels, 
Schouten, Kleef, & Patijn, 2007). The prevalence of pain is highest in head-and-neck 
cancer patients, with approximately 70% reporting significant pain symptoms (van den 
Beuken-van Everdingen et al., 2007). Surgical treatment procedures, especially for head- 
and-neck cancers, may also lead to physical disfigurement and/or dysfunction. 

Psychological distress is common in patients with head-and-neck or lung cancer, 
and is often associated with the physical implications of the disease (e.g., Duffy et al., 
2007; Hodges & Humpris, 2009; Turpin, Dallos, Owen, & Thomas, 2009). Evidence 
suggests that patients with head-and-neck or lung cancer experience a greater amount of 
distress than patients with other types of cancer (Carlson et al., 2004; Zabora, 
Brintzenhofeszoc, Curbow, Hooker, & Piantadosi, 2001). Head-and-neck cancer patients 
have described their experience as "catastrophic," and often view the disease as an attack 
on the sense of self (Turpin et al., 2009). The physical disfigurement associated with 
head-and-neck cancers in particular can have negative effects on patients' satisfaction 
with their appearance and overall self-esteem (Clarke, 1999; Liu, 2008). Patients with 
physical disfigurement often face unwanted stares or rude comments from others, and 
high social anxiety has been associated with disfigurement (Clarke, 1999). Depression is 
common in head-and-neck and lung cancer patients as well. Nearly half of head-and- 
neck cancer patients experience depressive symptoms, and one-third or more of lung 
cancer patients experience similar symptoms (Duffy et al., 2007; Hopwood & Stephens, 
2000). Depression, combined with pain and suffering, an array of physical symptoms, 



and advanced cancer staging (among other factors) can contribute to suicidality in cancer 
patients (Breitbart, 1994). 

A substantial number of lung cancer patients experience anxiety, which appears to 
increase as physical functioning decreases and patients experience more physical 
symptoms (Buchanan, Milroy, Baker, Thompson, & Levack, 2010; Hopwood & Stephens, 
2000). Anxiety is also common in head-and-neck cancer patients, and fear of recurrence 
may be an especially salient concern for patients with these cancers because of their high 
recurrence rates (Hodges & Humprhis, 2009). Fear of cancer or its treatment has also 
been found to be prevalent among Latino/a head-and-neck and lung cancer patients, and 
may even prevent some patients from receiving adequate treatment (Scott, 2010). Other 
psychological implications, such as social withdrawal, difficulties in communication, and 
sexual problems often stem from the physical side effects of the disease's treatment and 
can cause additional patient distress (Katz et al., 2004). 

Low socioeconomic status is an added challenge for some lung and head-and- 
neck cancer patients. Being of ethnic minority and lower-income status has been 
associated with access to fewer resources and a greater amount of distress among patients 
(Breibart & Holland, 1988; Carlson et al., 2004; Frampton, 2001). Among Latino/a head- 
and-neck and lung cancer patients, financial barriers to care such as a lack of 
transportation or inability to afford copayments are common problems (Scott, 2010). 
Many of these patients also lack adequate insurance coverage, which can make accessing 
and receiving certain types of treatment difficult (Scott, 2010). 

Tobacco and alcohol use are both important risk factors for the development of 
head-and-neck cancers (Feinstein & Bach, 2000; Shah & Lydiatt, 1995); approximately 



three-fourths of these cancers are attributable to a combination of tobacco and alcohol use 
(Hashibe et al., 2007). Among patients with lung cancer, two-thirds reported dependence 
on tobacco, and nearly half reported alcohol abuse or dependence (Ginsburg, Quirt, 
Ginsburg, & MacKillop, 1995). In addition to the inherent stresses of cancer treatment, 
many patients also have to battle smoking or drinking cessation. This is no simple feat, 
and evidence suggests that up to a third of lung cancer patients continue to smoke during 
treatment (Ginsburg et al., 1995). Continuing substance use among Latino/a head-and- 
neck and lung cancer patients may exacerbate the depressive symptoms common in these 
patients, and complicate treatment (Scott, 2010). 

Several other factors impacting the treatment of Latino/a head-and-neck and lung 
cancer patients have been identified (Scott, 2010). For example, language barriers and 
low health literacy can affect a patient's ability to communicate with health care 
providers and to comprehend and understand the importance of following through with 
treatment recommendations. As previously discussed, depression and anxiety are 
common in this population, however; many of these patients do not have an adequate 
social support network to help them effectively cope with the stresses of cancer treatment. 
Some patients also lack trust in health care providers, and are wary of being "guinea pigs" 
during treatment experimentation (Scott, 2010). Medically underserved Latino/a cancer 
patients also often receive sub-adequate cancer care and face several challenges during 
their course of treatment (Ginsburg et al., 1995; Scott, 2010; Shavers & Brown, 2002), 
which is especially concerning for those with lung and head-and-neck cancers given that 
these cancers require complicated treatment and have such serious consequences. The 
combination of difficulties experienced by Latino/a head-and-neck and lung cancer 



patients highlights the importance of improving outcomes and reducing the current health 
care disparities in this population. 

Patient Navigation Programs 

Patient navigation has been increasingly used as one type of intervention to 
reduce disparities in cancer care after this mode of intervention was successfully 
introducted by Freeman and colleagues in the 1990s (Freeman, Muth, & Kerner, 1995). 
The patient navigation program developed by Freeman et al. (1995) focused on helping 
inner-city women with abnormal breast cancer screening results obtain necessary biopsies, 
and appeared to be successful in reducing the amount of delay patients experienced 
between receiving abnormal results and diagnostic resolution. Since then, the concept of 
patient navigation has been applied to other types of cancer (and even other types of 
chronic illness) in a range of medical settings. However, there does not seem to be 
consensus on the composition of a "patient navigation program," and thus, programs have 
been constructed in a variety of ways. 

The vast majority of patient navigation programs have adopted a barrier-focused 
perspective as opposed to a more service-focused point of view. Most programs 
emphasize the idea that the role of a patient navigator is to assist patients in overcoming 
barriers to accessing and receiving care in a timely and appropriate manner (e.g., 
Battaglia, Roloff, Posner, & Freund, 2007; Ell, Vourlekis, Lee, & Xie, 2007; Ferrante, 
Chen, & Kim, 2007). This barrier- focused perspective may be one reason for a lack of a 
well-established definition of patient navigation and subsequent lack of consistency 
across programs. Navigator activities can be quite varied, and often overlap with those of 
other health professionals, such as social workers, case managers, advocates, and 



community outreach workers. The variation in the types of assistance that navigators 
provide is due to the fact that services are closely dependent on specific patient needs. 
Dohan and Schrag (2005) distinguish navigators from other health care workers because 
they are reactive (as opposed to social workers, case managers, and community outreach 
workers, who may also take on proactive roles) and address individual patients only (as 
opposed to advocates and community outreach workers, who address both patients and 
the health care system as a whole). 

Patient needs may vary dramatically across cancer types, populations, and 
medical settings. Patient navigators can also vary widely in experience and 
qualifications; extant programs have included navigators ranging from lay patient 
navigators recruited from the local community (Steinberg et al., 2006), to medical 
assistants and tumor registrars with Bachelor of Science degrees (Battaglia et al., 2007; 
Schwaderer & Itano, 2006), to nurse navigators (Weinrich, Boyd, Weinrich, Greene, 
Reynolds, & Metlin, 1998). Despite the wide range of qualifications, patient navigators 
share some methods in the way they address patient barriers to accessing and receiving 
care. Common activities navigators engage in to help patients overcome barriers include 
arranging transportation (e.g., Schwaderer & Itano, 2006; Steinberg et al, 2006), helping 
patients overcome financial barriers (e.g., Schwaderer & Itano, 2006; Steinberg et al., 
2006), facilitating patient-provider communication (e.g., Battaglia et al., 2007; Ferrante et 
al., 2007; Frelix, Rosenblatt, Soloman, & Vikram, 1999), providing emotional support 
(e.g., Ell et al., 2007; Ferrante et al., 2007), connecting patients to community resources 
(e.g., Ell et al., 2007; Steinberg et al., 2006), providing patient education (e.g., Ell et al., 
2007; Jandorf et al, 2005), scheduling assistance and appointment reminders (e.g., 



Battaglia et al., 2007; Nash, Azeez, & Vlahov, 2006), and assisting with paperwork and 
administrative tasks (e.g., Frelix et al., 1999; Nash et al., 2006). 

Various patient navigation programs have demonstrated improvements in 
medically underserved patient health outcomes throughout the spectrum of cancer care, 
although this body of research is still in its infancy (e.g., Battaglia et al., 2006; Jandorf et 
al., 2005; Steinberg et al., 2006). In an analysis of the extant literature, overall rates of 
screening were found to improve between 10.8% and 17.1% after the implementation of 
a patient navigation program (Wells et al., 2008). Other patient navigation interventions 
have focused on adherence to care after receipt of an abnormal screening result, and the 
few studies that have assessed this segment of cancer care have been associated with 
positive outcomes such as fewer broken appointments and increased adherence to 
diagnostic testing (e.g., Freeman et al., 1995; Nash et al., 2006). Battaglia and colleagues 
(2006) demonstrated a 15% improvement in timely follow-up to abnormal 
mammography results in a group of diverse women. Other researchers have also 
demonstrated improvements in adherence to follow-up from abnormal screening results 
to diagnostic resolution (e.g., Ell et al, 2007; Ferrante et al., 2007; Frelix et al., 2007). A 
review of the literature on patient navigation revealed increases between 21% and 29.2% 
for adherence to follow-up care after abnormal results were obtained (Wells et al., 2008). 
Evidence also suggests that patient navigation is associated with increased five-year 
patient survival rates due to increased screening and earlier diagnosis (Oluwole et al., 
2003). Most research on the efficacy of patient navigation programs has focused on 
getting patients to adhere to recommended screening procedures and helping those who 
obtain abnormal screening results to follow up through diagnostic resolution. After an 



extensive review of the literature, Wells and colleagues (2008) have noted that research 
on patient navigation programs that focus on reducing delay from diagnosis until 
treatment and increasing treatment adherence is largely absent. 

In addition to improving physical outcomes, patient navigation programs may 
also help improve mental health outcomes. For example, evidence suggests that patient 
navigation is associated with reduced anxiety and trauma symptoms as well as increased 
well being (Ferrante et al., 2007; Giese-Davis et al., 2006). Overall, the literature lacks 
adequate information about the impact of patient navigation on mental health outcomes in 
cancer patients. A limited amount of evidence seems to suggest that patients are satisfied 
with the support and services they receive from patient navigation interventions (Ell et al., 
2007; Schwaderer & Itano, 2006; Steinberg et al., 2006). Patients who receive navigation 
services have also been found to be more satisfied with their overall quality of medical 
care compared to those who did not receive services (Ferrante et al., 2007). There is, 
however, a lack of information about whether patient navigation has an impact on the 
mental health outcomes or patients' care satisfaction among lung and head-and-neck 
cancer patients, particularly among medically underserved Latino/a patients. 

Summary and Research Questions 

The disparate cancer care that Latino/a cancer patients often receive is especially 
concerning for those with lung and head-and-neck cancers due to the complexity of 
treatment as well as the physical and psychological implications of the disease. Although 
evidence suggests that patient navigation programs have led to improved cancer 
treatment outcomes for medically underserved cancer patients, most of this research has 
been conducted with patients undergoing other types of cancer treatments that are not as 



complex and whose cancers do not have as high of mortality rates as lung and head-and- 
neck cancers. Furthermore, lung and head-and-neck cancers tend to be associated with 
more severe physical side effects and psychosocial issues than other cancers that have 
been the target of previous patient navigation programs. 

The current body of literature also lacks an assessment of programs that focus on 
helping patients effectively transition from diagnosis through treatment. Additionally, a 
need still exists to consider the cultural appropriateness of patient navigation programs 
for Latino/a patients of lower socioeconomic status. It is likely that this population might 
benefit from patient navigation. However, in order to design a culturally appropriate 
patient navigation intervention, it is important to first better understand these patients' 
journey from diagnosis through treatment and what health care system factors affect these 
patients' treatment outcomes. 

It is crucial to gather patient navigation program recommendations directly from 
those individuals that will be impacted by or involved with a program to ensure that it 
addresses the most salient topics and will be acceptable to those involved. To gain a 
deeper understanding of these topics, this study will include the responses of patients, 
caregivers, and healthcare providers in an attempt to address the following research 
questions: 

1 . According to patients and their caregivers, what are the relevant experiences that 

Latino/a lung and head-and-neck cancer patients encounter during their treatment 

journey? 

a. Specifically, what do these patients experience during the process of 
diagnosis? 
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b. What do these patients experience during the process of treatment? 

c. What problems do these patients encounter along their treatment journey? 

d. How do patients and caregivers perceive their interactions with hospital 
staff? 

2. What system factors do healthcare providers and navigators identify as relevant to 
the treatment journey of Latino/a lung and head-and-neck cancer patients? 

a. Specifically, how do health care providers and navigators perceive the 
structure of the health care system as impacting these patients' treatment 
experience? 

b. What treatment options do health care providers and navigators perceive 
as available to patients at a safety net hospital? 

c. What aspects of their roles do health care providers and navigators view as 
relevant to the care of these patients? 

d. What kinds of information resources do health care providers and 
navigators identify as available for Latino/a lung and head-and-neck 
cancer patients? 

e. What types of resources outside of the safety net hospital do health care 
professionals and navigators identify as being available to assist these 
patients? 

f. How do health care providers and navigators perceive the collaboration 
between treating institutions as affecting patient care? 
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3. To help them better navigate their treatment journey, what recommendations do 
patients and caregivers have for a patient navigation program for Latino/a lung 
and head-and-neck cancer patients? 

a. Specifically, how do patients and caregivers envision the role of the 
navigator? 

b. What suggestions do patients and caregivers have for program 
implementation? 

c. What recommendations do patients and caregivers provide regarding 
counseling or emotional support as part of a patient navigation program? 

4. What recommendations do health care providers and navigators have for a patient 
navigation program to better assist Latino/a lung and head-and-neck cancer 
patients in their treatment journey? 

a. Specifically, what do health care providers and navigators consider to be 
relevant program factors? 
How do health care professionals and navigators conceptualize the role of the patient 
navigator? 
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CHAPTER II 
METHODS 
Participants 
Patients. 

Patient participants were selected from the registry of Latino/a patients diagnosed 
with head-and-neck or lung cancer in 2007 or 2008. Nine Latino/a patients diagnosed 
with cancer participated in this study. Five of these patients were diagnosed with head- 
and-neck cancer and four were diagnosed with lung cancer. This study included four 
females and five males ranging from 49 to 75 years of age (M= 61.80, SD = 9.46). 
Nearly half of the participants had spent their entire lives in the United States (44%). The 
remaining 66% of participants had come to the United States within the past four to forty 
years (M= 14.20, SD = 14.60). Participants varied in their level of education, ranging 
from completing one year of grade school to graduating from high school (M= 8.1 1, SD 
= 4.23). None of these patients were currently employed, and they reported monthly 
household incomes from less than $1,000 (56%) to $1,001 to $2,000 (44%). Medicare 
(44%) and Medicaid (44%) were the most commonly reported sources of health care 
benefits among participants. Three patients received radiation and chemotherapy, two 
patients received chemotherapy alone, and one patient received only biological therapy. 
Caregivers. 

Six caregivers of Latino/a head-and-neck and lung cancer patients participated in 
focus group interviews. Two of these participants were caring for head-and-neck cancer 
patients and four were caring for lung cancer patients. Caregivers ranged from 34 to 59 
years of age (M = 46.67, SD = 10.31). Five female and one male caregiver participated in 



13 



this study. Three of the caregivers reported having employment and three reported being 

unemployed. 

Key Informants. 

Seven key informants involved in the care of head-and-neck and lung cancer 
patients also participated in this study. Lists of health care providers from each division 
involved in the treatment of head-and-neck and lung cancer patients were created, and 
one key informant was selected from each list. A lung surgeon, a pulmonologist, an 
otolaryngologist, an oncologist/hematologist, a radiation oncologist, an oncology 
pharmacist, and an oncology nurse participated in the study. Six out of the seven key 
informants provided socio-demographic information at the time of their interviews. Five 
male key informants and two female key informants took part in the study. Each of the 
six key informants who provided socio-demographic information identified as Caucasian. 
One key informant identified as Hispanic and the remaining five that completed the 
socio-demographic questionnaire identified as non-Hispanic. Key informants reported 
working at the safety net hospital from less than one year to ten years (M= 5.46, SD 
=3.28). 
Patient Navigators. 

Seven current patient navigators for breast, prostate, and colorectal cancer 
participated in focus group interviews. Five navigators were female and two were male. 
Navigators reported working at the safety net hospital from two to nine years (M= 3.43, 
SD = 2.57). Only one navigator reported previous experience as a patient navigator. Six 
of the navigators identified as Hispanic, and one navigator identified as non-Hispanic. 
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Procedures 

All participants in this study were recruited from a safety net hospital in Denver, 
Colorado. This safety net hospital serves over 250,000 residents who reside in several 
medically underserved areas. Upon receiving consent from the participants, patients and 
key informants alike completed semi-structured interviews. Caregivers and patient 
navigators participated in focus groups. These interviews and focus groups provided the 
opportunity to gather in-depth information from the patients, caregivers who are affected 
by disparate cancer care and providers and navigators who are invested in solving these 
disparities. Each interview or focus group ranged from 30 minutes to one hour in length 
and was audio taped for later transcription and analysis. The semi-structured interviews 
with patients and focus group with caregivers (see Appendix A) focused on the 
experiences through cancer diagnosis and treatment, as well as any problems they 
encountered throughout the process. The semi-structured interviews with key informants 
(see Appendix B) and focus group with navigators (see Appendix C) addressed the 
system factors that health care providers identified as impacting the care of Latino/a 
head-and-neck and lung cancer patients. Patient, caregiver, key informant, and navigator 
participants were all asked for recommendations for a patient navigation program during 
their interviews. 

All participants (patients, caregivers, key informants, and patient navigators) were 
asked to complete a socio-demographic questionnaire at the time of their interviews or 
focus groups. Patient questionnaires (see Appendix D) addressed topics such as their age, 
gender, education level, employment status, and income bracket. Caregivers (see 
Appendix D) were asked to provide their age, gender, employment status, and to indicate 
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the cancer site of his or her patient. Each key informant (see Appendix E) was asked to 
answer some brief background questions, such as his or her ethnicity, length of time he or 
she has been providing services, and what roles they serve for cancer patients. Patient 
navigator questionnaires (see Appendix F) addressed topics such as gender, ethnicity, 
number of years working at the safety net hospital, and whether or not the he or she had 
previous experience as a patient navigator. 

Analysis 

Ethnographic content analysis (Altheide, 1987) was utilized in order to extract 
relevant themes from the patient, caregiver, key informant, and patient navigator 
informant interview and focus group transcripts. As opposed to quantitative content 
analysis, ethnographic content analysis is a reflexive approach that allows for the 
emergence of themes throughout data analysis (Altheide, 1987). A major advantage of 
ethnographic content analysis, because of the continual discovery of new themes, is that 
key ideas and concepts are less likely to be overlooked than when using quantitative 
content analysis alone (Altheide, 1987). Although Krippendorff s (2004) system is 
generally thought of as a means to analyze qualitative data through quantitative methods, 
he notes "quantification is not a requirement for obtaining valid answers to a research 
question" (2004, p. 87). This study followed Krippendorff s (2004) qualitative 
methodology for ethnographic content analysis, which can be used to capture attitudes, 
beliefs, emotions, and values expressed across interviews. Krippendorff s (2004) 
methodological steps for ethnographic content analysis are described below. 

Krippendorff s (2004) analytic steps for ethnographic content analysis include 
unitizing, sampling, coding, reducing, inferring, and narrating. The first step of analysis, 
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unitizing, requires researchers to distinguish meaningful segments of text and categorize 
these segments into common themes. The meanings of segments of text are deduced 
based upon the context in which they appeared. Next, the researchers must develop a 
coding scheme, which facilitates the examination of the text for very specific data. The 
coding scheme is guided by the research questions in order to ensure that the themes 
extracted from the text are relevant to the topic under investigation. After relevant 
themes are extracted from the text, these themes are reduced to broader categories to 
make the data more manageable. The researchers then infer what the data means within 
the context of the research questions. The final step in this process is narration, in which 
the conclusions from the research are compiled in an understandable format. 

The researchers in the current study followed the methodology described above. 
The Project Leader has expertise in ethnographic content analysis, and trained three 
undergraduate and two graduate research assistants in this methodology. All research 
assistants began by analyzing the same interview transcript. Each research assistant 
independently read the transcript, noted meaningful segments of text, and summarized 
those segments with short labels. After unitizing and sampling the data, the research 
team met to discuss the segments of text identified and labels {codes) created for these 
segments by each research assistant. These labels were then reduced into broader 
categories based upon the topics addressed in the semi-structured interviews. Once 
members of the research team agreed upon the labeling and categorization of the data for 
the first interview transcript, the research assistants formed two groups and analyzed the 
remaining interview transcripts. Each research assistant unitized, sampled, coded, and 
reduced their assigned transcripts independently, then met with another group member(s) 
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in order to compare their analyses. Once the two group members discussed their 
individual analyses, the research team met as a whole to talk about any new codes or 
discrepancies that occurred between research assistants. Each additional interview 
transcript was analyzed using this process. 

After each transcript had been categorized, sampled, coded, and reduced, the 
research team began the final two steps of analysis, inferring and narrating. The research 
assistants were once again divided into two groups to infer and narrate the data. First, 
members of each group elaborated on the codes by creating sentences to capture the 
underlying themes. The research team as a whole met in order to discuss these themes, 
and any questions or discrepancies were addressed. Once members of the research team 
reached agreement about the themes, the groups of research assistants described each 
theme in more detail in order to complete the process of narration. The final product of 
data analysis included a narration of each individual theme, organized into broader 
categories. Relevant quotes from participants were incorporated into the final narrations 
in order to best illustrate the themes presented. 
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CHAPTER III 
RESULTS 

To make the presentation of the results more consistent and concise, the responses 
of patients and caregivers are clustered together as well as the responses of key 
informants and patient navigators. Responses regarding a patient's treatment journey 
were only provided by patients and their caregivers. Key informants and navigators 
provided information about system factors. Patients and caregivers, as well as key 
informants and patient navigators, provided patient navigation program recommendations. 

Research Question 1 

According to patients and their caregivers, what are the relevant experiences that 
Latino/a lung and head-and-neck cancer patients encounter during their treatment 
journey? Patients and caregivers discussed their experiences along their treatment 
journeys, including diagnosis and treatment, as well as the problems they encountered 
along the way. They also described their interactions with hospital staff as they went 
through their treatment journeys. 
Diagnosis. 

Specifically, what do these patients experience during the process of diagnosis? 
Overall, patients and caregivers described the process of diagnosis as a complex one 
requiring a variety of milestones before they were given a formal diagnosis. Most 
patients did not expect a cancer diagnosis and many of them had either underestimated 
the severity of their symptoms (if symptoms were present) or misattributed their 
symptoms to another health issue. Three patients first saw their primary care physicians 
for symptoms they thought were related to another concern and received misdiagnoses. 
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One caregiver noted, "Well, they thought it was a fever blister or something. But it 
started growing, and it wouldn't go away for a long time. Then they thought it was 
probably something, cancer, because it started growing and spreading." When asked 
what could have made the process of diagnosis easier, this caregiver said, "Just maybe to 
look to see if it was cancer before. Before they thought it was a blister or fever blister. 
She had it for a long time, and it was growing probably." Patients were referred to an 
oncology specialist after primary care physicians suspected that a patient might have had 
cancer, and most patients were formally diagnosed with cancer after biopsies were 
conducted. Although the process was complex and some patients first received a 
misdiagnosis, most patients and their families felt like they received their cancer 
diagnosis in a timely fashion. For example, one of the caregivers noted that, "Everything 
was done on schedule and everything was done that could possibly be done." 
Treatment. 

What do these patients experience during the process of treatment? Patients 
described several experiences along their treatment including their option to be treated, 
how they made the decision to receive treatment, and how they perceived patient- 
provider communication during the treatment process. Patients also described how they 
experienced the various modes of treatment, including chemotherapy, radiation, surgery, 
and medication, and the side effects of these treatments. Wait time, or how quickly 
patients felt that they received their treatment, was also addressed. One patient's 
caregiver also discussed palliative care as a part of the patient's treatment process. 

Patients came to the decision to be treated in several different ways. First, some 
patients talked about this decision with others. For example, one lung cancer patient said, 
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"I would talk it over sometimes with whoever would go with me, I would ask what they 
thought. . ." Other patients described how they made the decision by following the 
doctor's recommendations and by weighing the costs and benefits of treatment. When 
asked "Was it mostly what the doctor said that influenced you decision?" one head-and- 
neck cancer patient replied, "Right. You know, 'cause he told me if you do what you do, 
if you do your part, we'll do our part." Patients also felt like they made the decision 
about what type of treatment they received. However, most patients agreed with what the 
doctor recommended and followed through with those plans. This is illustrated by one 
caregiver who said, "We agreed with everything they were saying. Yes, everything, 
everything. There was no problem, we didn't talk it over or discuss it, we let the doctor 
decide." Like this patient, the majority of patients also complied with the doctor's 
recommendations without questioning. For example, a caregiver described how "she [the 
patient] just took it for what it was and she did what they [the doctors] wanted her to do." 
Even though patients tended to comply with the doctor's recommendations, they felt a 
sense of collaboration between themselves and their doctors. They described feeling like 
they were working as a team with the doctors, and that each side had their own 
responsibilities to ensure treatment success. For example, one caregiver said 

Yes, yes. . . I have to say the doctors, the nurses, and that motivated me, because 
we were all working. I am, the doctors, I see it as a team, you can see it, you can 
feel it, you feel it as a team and you can't ask for more. 
One head-and-neck cancer patient expressed his perception of patient-provider 
collaboration by stating, 
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But you have to make your appointments, you have to come in, if you do your 

part, we'll do our part. And that's all I had to do was make the choice to be on 

time and be at my appointments. 

Patients underwent a variety of treatments and combinations of treatments. Many 
of the patients received chemotherapy and/or radiation therapy, either alone or in 
combination with other types of treatments. Sometimes radiation was used as a second 
option, as one caregiver suggests, "They only gave him radiation because they said that 
he couldn't take the chemotherapy anymore." Patients tended to receive surgery when 
they were able to remove the cancer; for example, one caregiver noted, "they saw it [the 
cancer] was spreading, so they had to remove it." Medication was added to the treatment 
regimens of some patients. These patients took a variety of medications, ranging from 
ointments to anti-depressants to pain medication. Patients identified various treatment 
and medication side effects that included swelling, upset stomach, feeling weak and tired, 
blisters and sores, and loss of appetite. Some patients did not want to attend their 
treatment appointments in anticipation of these side effects, as illustrated by one lung 
cancer patient, "I didn't want to go because I used to get real sick and tired and weak and 
couldn't eat..." 

Patients differed in their perceptions of treatment effectiveness, treatment quality, 
and wait time. One caregiver who expressed the belief that the treatment was not 
effective explained how this was due to the advanced stage of cancer, "We would usually 
ask what the treatment was about, but what never helped him was the medication, but 
they said it was because it was already too advanced. . . nothing helped him." Some 
patients believed that their treatments were of high quality and that they received good 
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service from staff and providers, but one patient expressed disappointment in certain 
aspects of his treatment. For example, one caregiver noted that "everything was well 
organized, everything was fine," while a head-and-neck cancer patient described a 
potential situation in which he may have been neglected, "Yeah, he got pissed off at the 
nurse because I got infected on both sides when I was going to the treatment and they 
weren't wrapping me or cleaning me over or giving me the little samples." A number of 
patients were satisfied with how quickly they went through treatment, while others felt 
that they could have progressed more quickly. One head-and-neck cancer patient 
illustrates satisfaction with wait time by stating, 

The procedure was fast because they were worried because they thought it was 
very advanced, so the procedure was fast, they were fast to it, it wasn't even a 
month when, then they wanted, they wanted her to get the surgery so it wouldn't 
keep growing, so with that procedure I think they moved very fast. 
Some sources of delay that patients identified were the unavailability of an interpreter 
and the physician's schedule. For example, one lung cancer patient noted that, "There 
were also delays because the doctor would go somewhere else, I don't know, but no, 
everything was fine, I mean, sometimes there are too many patients and one has to wait." 
Treatment Journey Problems. 

What problems do these patients encounter along their treatment journey? 
Patients and their caregivers identified various problems that they encountered during 
their treatment journeys, including transportation issues, financial problems, and 
adherence to treatment. Several patients identified transportation issues as a barrier to 
treatment. Patients oftentimes did not have their own transportation, so they needed to 
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rely on family, friends or other resources such as bus tokens and taxi vouchers from the 
resource center. For example, one head-and-neck cancer patient described how "there 
were times when it [transportation] was a problem, but I mean, either family or friends 
would help get me here or get me money or the bus." Despite transportation problems, 
most patients tried their very best to attend all appointments, as illustrated by another 
head-and-neck cancer patient, "I made it religious, that I would make sure that no matter 
what, even if I had to start hitchhiking at 4:30 in the morning that I would be there." 

Patients also experienced various financial difficulties ranging from homelessness 
to not being able to pay bills or supply basic needs. One head-and-neck cancer patient 
describes his financial difficulties, which affected other aspects of his life, by stating, 
"Not having a place to stay, see? Even if you have a place like a shelter or staying over 
at somebody's house, you don't sleep good. You're always afraid of what's going to 
happen next." Many patients utilized services, especially through the hospital's resource 
center or through various institutions (e.g., the electric company), in order to alleviate 
some of their financial problems. This is illustrated by one head-and-neck cancer patient, 
I wasn't working, you know, it just was, it was you know and the resource center 
here helped me and the lady upstairs helped me, with the people they paid my 
phone bill one month. They gave me $350. I bought shoes, you know, and food, 
and I don't remember the names of all the different people that helped 'cause I 
was pretty sick at the time, but there was a lot of programs that was available. 
Many patients also identified problems in adherence to treatment. These barriers 
included fear, side effects of treatment, not seeing any improvement, in addition to other 
factors previously discussed such as financial and transportation issues. Patients said that 
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even in spite of these barriers, they tried as best as they could to follow provider 
recommendations. A lung cancer patient illustrates this theme by explaining, 

I didn't want to go because I used to get real sick and tired and weak and couldn't 

eat and I couldn't really taste good. . . but I kept going. I knew I had to go. But all 

these treatments that I had didn't help. 
When asked about missing his first chemotherapy and radiation appointment, a head-and- 
neck cancer patient explained how his fear was a barrier to adherence by explaining, 
"Yeah, I missed the boat because I was scared." 
Interactions with Staff. 

How do patients and caregivers perceive their interactions with hospital staff? 
Overall, when asked about their interactions with hospital staff, patients and caregivers 
described these interactions as being positive. However, a few patients and caregivers 
brought up complaints, which demonstrates that not all of these interactions were actually 
positive. The fairness and friendliness of hospital staff was discussed, as were 
complaints such as a lack of information, inappropriate staff behavior, and 
communication problems. Provider mistrust, stemming from differences in the language 
and ethnicity of patients and providers, was also addressed. 

Patients and caregivers felt that their nurses, doctors, and the resource center staff 
were friendly. According to patients and caregivers, the hospital's personnel seemed to 
genuinely care about patients, and did a good job reaching out to them and making them 
feel comfortable. A head-and-neck cancer patient illustrates this point by saying, 

I think the hospital's doing a great job of reaching out and helping people and 

they are not scared to come and get treatment. . . the staff is great, the doctors are 
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real friendly and informative, and they are not just here to be here, it seems they 
really care, and I think they do. 
Most patients and caregivers also felt like they were treated fairly. For example, one lung 
cancer patient stated, "I got treated like everybody else." However, a few patients and 
caregivers felt that they were being discriminated against. One head-and-neck cancer 
patient felt discriminated against due to her ethnicity, and a caregiver expressed feelings 
of discrimination from hospital staff due to her socioeconomic status, "Sometimes I feel 
like just because we're poor, they're not paying as much attention to my mom as they do 
to a person that does have money." Another caregiver noted that although there were 
some employees who may not treat everyone fairly, the vast majority of them seemed to 
treat patients equally. 

Patients and caregivers expressed a variety of complaints about hospital personnel, 
including not providing enough information, not meeting expectations, the sometimes 
rude attitudes and inappropriate behavior of some staff members, and poor 
communication. Some patients and caregivers complained that the hospital staff did not 
provide them with information about available resources or treatment side effects and 
consequences. One caregiver explains how she had to seek this information out by 
herself, and how she was not even aware of its existence in the beginning, 

I know there is information, but at the beginning I didn't know there was. . . I got 
some manuals, I would grab them, and then I noticed that they had, but they 
didn't give me the information, they didn't place it in my hands. 
Patients also noted some instances of inappropriate staff behavior. One patient 
complained about how after arriving just five minutes late to an appointment, a staff 
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made a rude comment to him. A lung cancer patient and her caregiver described 

instances in which they believed the nurse acted inappropriately, 

What happened was he picked you up the wrong way and you know my mom had 
tubes coming out of her back. . . and we got upset because they cut my mom's hair. 
The nurse was like well you know your mom's hair is tangled. I told her that I 
could comb her hair. But the nurse just went ahead and cut it. . . and then on her 
pain medicine, she's supposed to be pain- free and she was off her pain medicine 
for four hours. So yeah I was pissed. 

This lung cancer patient and her caregiver noted, "there were a couple of bad employees 

but there were lots of good ones." 

Patients and caregivers also identified some communication problems with 

hospital staff. For example, one head-and-neck cancer patient felt that the staff omitted 

information and thus was not completely honest, 

As a patient they wouldn't tell me straight up how I would end up. . . what I'd be 
going through and kind of go around and then I would have to go through it first, 
and then they would say 'Oh yeah. . . ' I'd rather them to be honest. 

Several patients and caregivers did not feel like they knew what to expect during 

treatment, and they had expected to be provided with more information than they actually 

received. One head-and-neck cancer patient illustrates this point, 

No they didn't tell me [about what I should have expected]. You had to ask. 
They only told me I was going to feel weak, my defenses would go down. The 
doctor that operated told me that my hair wouldn't fall off. 
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Patients and caregivers also expressed concern over the inconsistent information they 
received from hospital staff. For example, one caregiver expressed frustration about 
inconsistent information given to him/her by different providers about when it would be 
acceptable to visit the patient after surgery, "When she was out of the surgery, they said 
she was going to stay there for 20 minutes after the surgery. Past the 20 minutes, then 30 
minutes, then an hour to two hours." 

Two patients addressed their mistrust of their providers. One head-and-neck 
cancer patient explained how this mistrust stemmed from a language barrier: "When I go 
by myself [I don't trust the doctors] because I don't know English and they don't know 
Spanish." A lung cancer patient commented, "I think it's just a natural instinct to be 
distrustful, of you know, anyone outside of your race." Despite the many communication 
issues expressed by patients and their caregivers, they generally felt like they did have 
access to their providers to ask questions, especially at appointments. For example, a 
lung cancer patient noted, "We would ask questions when we went to the doctor." 

Research Question 2 

What system factors do healthcare providers and navigators identify as relevant 
to the treatment journey of Latino/a lung and head-and-neck cancer patients? Providers 
and navigators described several system factors, such as the system structure, treatment 
options, healthcare staff qualities, health education materials, outside resources, and 
institutional collaboration, as affecting patients' treatment journeys. 
Structure. 

Specifically, how do health care providers and navigators perceive the structure 
of the health care system as impacting these patients ' treatment experience? Providers 
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and navigators specifically addressed system complexity, the process of enrollment, and 
timeliness of care. The health care system is very complex, especially for head-and-neck 
and lung cancer patients. One provider illustrated this point by saying, "Oh yeah, 
particularly the head-and-neck patients because they have to go between radiation, 
medical oncology, ENT. . . their care is more complicated." Providers and navigators also 
described how the coordination of care between departments and clinics is often 
disorganized, and several suggested a more central, streamlined system to improve 
patient care. This idea was expressed by a pulmonologist, 

I think we got to centralize medical patients to find out what's going on, to ask 
questions and get direction would be pretty useful. Here, it isn't structured that 
way. There's so many caregivers [medical providers] who are so often outside of 
the hospital, there's no way to get that connection. 
Patients also have difficulty navigating the logistical requirements of the system during 
their treatment journeys, as explained by a pulmonologist, "Part of the problem is the 
patients don't understand how to get where they need to be. Sometimes they need help 
filling out forms to get their tests done in a timely fashion." 

The process of enrollment is one of the most difficult obstacles for patients, as 
emphasized by a key informant, "Getting them enrolled is the biggest gap. I think that if 
they can get through that hurdle, everything else goes a lot smoother." Various barriers 
to enrollment were identified, including patient prioritization of enrollment. A 
pharmacist explains, 

Their priorities are different and they don't see it as a priority at all. Where it is 
the priority. Once they get discharged from the hospital, it is the priority to 
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follow up, for the to get that enrollment done. And that's a huge barrier if that 
doesn't happen. 
Another barrier to enrollment is that patients often shy away from enrolling if they are 
struggling financially or lack insurance coverage, although they are still eligible for 
enrollment. A lack of documentation also identified as a barrier to enrollment, especially 
for immigrants or for those patients who do not have access to the proper paperwork 
while they are in the hospital. Patient navigators also identified enrollment as a difficult 
obstacle to overcome, 

Interviewer: Are there things that get in the way of doing your job? 
Navigator: Enrollment. 

Timeliness of care is important because cancer is a progressive disease, as 
emphasized by a pulmonologist, 

Lung cancer is a progressive disease and cancer grows and my fear with patients 
is always that this is a particular cancer that can be treated with surgery. And 
cured. With a 70-80% likelihood cure. And if it advances to the point where it 
can no longer be taken care of in time for surgery, then it's impossible to cure and 
the only thing we can do is give people radiation or drugs to slow it down, but not 
cure it. . . And so I always try to get efficient to getting people to treatment. 
Because I think it makes a difference. 
Timeliness of care can be affected by both system factors and patient factors. System 
factors include delays in getting patients enrolled in the system (as described above), 
delays in the diagnostic and related processes, delays in transitioning between 
departments, complications with scheduling appointments, and disorganized 
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collaboration between providers. A radiation oncologist illustrates how delays in 
transitioning between departments during the process of treatment affects patient care, 
Okay, the first thing is that I want to see the patient up front. And I want to see, 

not like, you know, if the patient get to see at or had a surgery done that 

I'm not aware of it, and the patient comes to me, and there was a really long gap, 
a long interval; I actually had quite a few patients when they had surgery, that 
when they came to me, the tumor recurred already. 
A lung surgeon describes the frequent delays caused by scheduling complications, "The 
routine times to get appointments in some clinics can be pretty long. I think that's why 
we get the eight-month delays. It's not surprising when we see it. We see it frequently." 
Treatment Options. 

What treatment options do health care providers and navigators perceive as 
available to patients at a safety net hospital? The health care system that was the focus 
of this study was a safety net hospital that provides care to all patients, regardless of their 
ability to pay. Key informants discussed limited resources, creative resources, and safety 
net resources. Limited financial resources have the potential to impact a patient's care, as 
described by an oncologist/hematologist, 

Well, in this hospital it is easy to find limitations with resources and you might 
recommend a specific drug to treat or prevent nausea, vomiting, and a patient 
might not be able to get that medication because they don't have the resources and 
you don't know that the medication costs $2,000, so when the patient comes back 
to the ER with nausea and vomiting then you realize the patients, you know, 
didn't have the resources. That the medication was too expensive and obviously 
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there was an outcome that indication that they had to come to the emergency 
room and that was not something that should happen. 
Providers at the safety net hospital try to work around a patient's specific circumstances 
in order to provide the best care possible, often coming up with creative solutions to help 
patients. An oncologist/hematologist explained, 

I think that people who work here are very focused on giving the best options to 
the patients even though sometimes the resources are not great. And people have 
the experience to deal with these types of patients and this type of situation so 
they become experts and you know, maybe getting medications that are very 
expensive for people who don't have the money to pay for these medications. So 
that part of, you know, the patient doesn't have any medical resources, and people 
who have the knowledge, works very well. 
An oncology nurse echoes this idea, 

We have our hands tied in a lot of situations of have a number of hurdles to jump 
to provide the best care that we can for patients and we absolutely do everything 
that we can to make sure we are providing the best care that we can. 
The indigent formulary at the safety net hospital is one creative resource that allows 
patients with limited financial resources to obtain necessary medications, as described by 
an oncology nurse, "There is an indigent formulary at this hospital so that means certain 
folks come in and get certain drugs." 

Safety net resources allow patients to receive treatment once they receive a cancer 
diagnosis, as described by an otolaryngologist, 
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If there's a diagnosis of cancer, this system has been very proactive in waiving the 
finances. So finances, once you get a cancer diagnosis, it just melts them away. 
So finances for the treatments, somehow we find a way to treat them. 
Patients at the safety net hospital often access care through the emergency room, as 
explained by a pharmacist, 

We can't turn them away. If they come to a clinic and say 'Well I've been 
diagnosed with cancer in Mexico' then we can turn them away, we can turn them 
and make them go back to Mexico, but we can't do that if they walk in the 
emergency room door. 
Roles. 

What aspects of their roles do health care providers and navigators view as 
relevant to the care of these patients? Providers and navigators identified competency, 
team meeting attendance and participation in continuing education, and communication 
and collaboration with other staff as important aspects of their roles in caring for cancer 
patients. Key informants expressed confidence that the other providers are very 
competent and that patients receive quality care, as emphasized by a radiation oncologist, 
"What I know is that with all the physicians I work with, and our ENT surgeons. . .they 
are very good. I believe in them, when they operate on a patient, they make a referral 
right away." However, providers had varying opinions on the quality of translation 
services available. A radiation oncologist complimented the translation services by 
noting, "Well, our translation service, I think, is very good." A pulmonologist expressed 
concern with the translation service by describing how "the translators lack in-depth 
knowledge of the patient that's required to assist in making complicated decisions." 
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Providers believe that team meetings are important because they enable different 
providers to get together to coordinate care and discuss treatment options for particular 
patients. This point is emphasized by an oncology nurse, 

Right, everybody's on the same page with the patient. So it allows us to discuss 
that patient as a team. So if our occupational therapist says, 'Oh, this patient had 
an appointment and didn't show up,' one of the nurses might say, 'Oh yeah, this is 
going on with this patient,' and the social worker might say, 'Yeah, I've been 
working on these transportation issues' or 'Yeah, I referred this patient to hospice 
and that's why she didn't show up.' So it really brings everybody together who is 
involved in the patient's care rather than everybody out there working 
independently. We function together when we're able to communicate and 
provide good continuity in care for that patient. 
During team meetings, the latest research is also discussed so that providers can continue 
their education and provide the newest treatments to patients, as noted by an 
otolaryngologist, "And it's the latest too, so it's not like it's old-fashioned medicine. So 
we look at the news research on a weekly basis and discuss it at our meetings." 

More collaboration between departments is necessary to ensure the best quality of 
care for patients. An otolaryngologist describes the lack of collaboration that sometimes 



occurs, 



There become multiple cooks in this banquet, so to speak. And somebody thinks 
somebody else is doing something, and somebody, you know, there are different 
people doing different things. And I don't know where they are. I'll refer a 
patient off and I'll never know what happens. 
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An oncology nurse notes, "It's just because surgeons just kind of go forward with their 
own plan and there just needs to be more discussion and collaboration between or among 
physicians involved." One way to facilitate more collaboration would be to centralize 
patients, as suggested by an otolaryngologist, "Geared like a cancer center in which the 
patients, everything is probably in one place too, and everybody is involved in the care. 
Here, there are different divisions that are involved in the care and they're not necessarily 
connected." 

Most key informants felt that communication was generally good, but that the 
amount of communication, especially between departments, needed to increase. A lung 
surgeon describes how a lack of communication between providers can impact patient 
care, 

I think the gaps, the major ones, are the communication between clinics and 
providers. So we have a gap there that results in delays and sometimes we don't 
have all the information transmitted. It's only what was written down in the chart. 
If you don't look in the right place, you might not find it. That's the biggest issue. 
Communication between providers and patients was addressed by a patient navigator, 
Perhaps additional training in health communication, how to communicate with 
patients or how to assess their level of understanding of what they have because 
what I've noticed is, during, when I've been in the doctor visits with the patients, 
when you leave, within minutes, it's like most of what was said is forgotten. Part 
of that is due to the stress and everything, but also part of it is because the 
clinician might have just rattled off a series of things without writing it down or 
drawing diagrams. . . 
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Information Resources. 

What kinds of information resources do health care providers and navigators 
identify as available for Latino/a lung and head-and-neck cancer patients? Providers 
agreed that more health education materials should be available for patients in different 
languages and at lower literacy levels. An otolaryngologist described the lack of printed 
materials to distribute to patients, "We do have information pamphlets, they're kind of 
few and far between for our patients. It's kind of nice to have stuff to give them out. 
This is just all I have. I don't have, you know, a lot of this." A pharmacist described 
how even the limited amount of available information may not be appropriate for some 
patients, "They're not tailored at all. No. A lot of the printed materials we have are from 
drug companies that we can pull off the Internet. Or they give them to us." Overall, 
providers believed that printed materials can be helpful, but that they need to be better 
tailored to their patients' literacy level. This is emphasized by pharmacist who described 
print materials as, "Not particularly helpful in their current state because most materials 
that are printed by organizations or pharmaceutical companies are written at a more 
advanced level than is appropriate for our patients." A pulmonologist notes the 
importance of having materials available in both English and Spanish by saying, "I think 
that printed materials are always helpful, but I think it's also hard for me to judge their 
accuracy in languages I don't understand." 
Resources. 

What types of resources outside of the safety net hospital do health care providers 
and navigators identify as being available to assist these patients? Providers identified 
insurance coverage and medication assistance programs, and diagnostic tools as key 
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resources that affect patient care. Although insurance coverage can be helpful to patients 
under many circumstances, a pharmacist described how it is oftentimes easier to work 
with patients who have no insurance coverage or who are on a medication assistance 
program than those who have insurance coverage. This pharmacist noted, 

Actually they [those without insurance] do better because either the hospital will 
pick up the cost of the medication or we can get them on the medication 
assistance program and then the drug is free, so I have more problem with the 
insurance patients for certain drugs than I have with patients who have no 
insurance. Cause I feel like I have to beat my head against the wall trying to get 
the insurance company to approve. 
The safety net hospital lacks PET scan equipment, which plays a critical role in tumor 
detection. An otolaryngologist describes the importance of the having access to a PET 
scan as a key resource, 

One thing that we don't have that would be nice would be a PET scanner, access 
to PET scanning. . .We don't have those kind of capabilities here, although it 
would be nice to send it somewhere and get a PET scan and have somebody write 
the check. Yeah, it's an expensive process, but somebody has to write the check, 
and they're very resistant, I think everywhere. 
Institutional Collaboration. 

How do health care providers and navigators perceive the collaboration between 
treating institutions as affecting patient care? Key informants believe that the 
collaboration between the treating institutions needs to improve in order to advance 
patient care. Collaboration and patient care could be improved if outside providers could 
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view the patients' electronic health records. A radiation oncologist at a collaborating 
institution describes his experience with electronic health records, 

I have zero access to the [safety net hospital] system. I wish I could. You know, 
so each patient they refer to me. . . I need to look at CT scans, MRI, their imaging 
study report, their pathology report, all that." 
These database restrictions prevent providers at the collaborating treating institution from 
accessing necessary information about patients, which can cause unnecessary delays in 
treatment. When patients manage their care between the collaborating institutions, there 
is often a lack of follow-up when they leave one institution. A radiation oncologist 
describes this lack of follow-up, 

But follow-up, another thing is follow-up, after radiation is done, they all go back 
to [the safety net hospital], I rarely see them again, so I don't know how they are 
doing. So another thing, from once in awhile, I think, if they come back to see me, 
they got to pay, [the safety net hospital] got to pay us, so they usually after 
treatment's done, they do not come back. I see only a few patients come back for 
follow-up. But it's sometimes, then I really don't have to follow up with [safety 
net hospital patients]. Once it's treated, they're gone. 

Research Question 3 
To help them better navigate their treatment journey and system factors, what 
recommendations do patients and caregivers have for a patient navigation program for 
Latino/a lung and head-and-neck cancer patients? Patients and caregivers contributed 
suggestions on the role that a patient navigator, as well as a patient navigation program, 
could have along the continuum of patients' cancer care. They also provided input about 
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an emotional support component that such a patient navigation program could 

incorporate. 

Navigator Role. 

Specifically, how do patients and caregivers envision the role of a patient 
navigator? Patients and caregivers conceptualized the role of a patient navigator as a 
broad one in which the navigator would help the patient in various aspects of their 
treatment journeys. These participants suggested that navigators should help connect 
patients to various resources, provide translation services and facilitate patient-provider 
communication, provide transportation assistance, and help patients with their 
appointments. Patients and their caregivers recommended that navigators should be 
knowledgeable about and connect patients to private foundations and other organizations 
that provide financial assistance and other resources. A head-and-neck cancer patient 
elaborated on this idea, 

It would be nice, for some of the stuff we talked about, you know, like people at 
the resource center and the different agencies around the city that help, besides the 
hospital there's other agencies that they send me to if she had all of that 
information, like when you first came in, that would be really helpful, you know, 
like the Easter Seals, and the Diane Fischer Foundation. You know all these 
different foundations, the LiveStrong, and it was all in one package to where they 
are like, 'hey you have these opportunities,' because you just find out through 
certain people, you find out some. If the coordinator [patient navigator] that you 
are talking about had all the information like you gather, I think it's gonna be 
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great for the person that takes the job, because they'll have all this information at 
their hand. 
This same head-and-neck cancer patient noted that would be helpful for a navigator to 
connect patients to support groups, because this is how patients learn about additional 
resources, through other patients. In addition to helping to provide information about 
available resources, patients and caregivers also suggested that navigators should be 
knowledgeable about cancer, its treatment and side effects in order to provide this kind of 
information to their patients. A lung cancer patient described a navigator as, "A person 
who, who would explain to you what is going to be done to you, how they are going to do 
it." 

Many patients and caregivers also proposed that the patient navigator should 
attend appointments with the patient and should remind them about upcoming 
appointments. A head-and-neck patient illustrates why navigators should attend 
appointments by saying, 

Well more for the, I think the person who are older, much older, that many times 
they don't have anyone to accompany them. It would be good for them because it 
would be helpful for them to have someone accompany them, right, to 
appointments. 
Patients and caregivers also recommended that the navigator should provide translation 
services and verbal and written explanations to the patient about what was discussed 
during medical appointments. One caregiver described a navigator as, 

Someone to be, not to be always available but to be, to help you as soon as 
possible. For example, like I told you about the interpreter because we don't 
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know English, but if someone was available, let's say for his appointments, to be 

there to help him. 
Specifically, patients and caregivers recommended that the navigator should be able to 
help clarify instructions on how patients should take medications, and to help the 
provider communicate treatment decisions to the patient. Additionally, a head-and-neck 
cancer patient described how a patient navigator could be useful by keeping tabs on 
patients' appointments and providing appointment reminders to increase adherence, 

. . .Maybe sometimes I would forget or I don't know if I was sick and I didn't 

remember like a return appointment, they could help with that. The follow-up 

appointments. I missed one with my doctor last month. I had the 18th and it was 

on the 17th so I had to reschedule. 

Another common recommendation from patients and caregivers was that the 
navigator should assist the patients with transportation and connecting them to other 
resources that could help provide transportation assistance. A head-and-neck cancer 
patient noted, "Well like for many people who don't drive that, that they get help with 
that, to take them." A lung cancer patient discussed transportation by saying, 
"Transportation in a vehicle, some have transportation in the bus and when it's snowing, 
that it is cold and they can't get out. Financially with the help of transportation and that 
I'm sure they would feel more support." Another suggestion was that navigators should 
assist patients in obtaining a handicap sticker for their vehicles. 
Program Implementation. 

What suggestions do patients and caregivers have for program implementation? 
A head-and-neck patient recommended that the navigation program should be introduced 
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to patients as a support program; he stated that, "Yes, 'support' seems better because 
everyone understands that word, and it's more general like you said." Some patients 
believed a patient navigation program would be most beneficial if it was introduced to 
patients at diagnosis, while others believed it would be best to implement the program at 
treatment. One caregiver explained why she believes a navigation program should be 
implemented at diagnosis by saying, "Well, I think that from the moment you are 
diagnosed with certain illness, so that [the person] can be present from the beginning of 
the process." A head-and-neck patient shared a similar idea, "It should be the entire time." 
A head-and-neck cancer patient who believed that navigation should begin at treatment 
described, "No, when getting treatment, the chemotherapy, the radiation, that's when, 
because they suffer." Patients noted that the program should be available throughout 
treatment, for example, one caregiver emphasized this by stating, "Okay until she's 
cancer-free. Or until you're good to go home." One caregiver provided the specific 
recommendation that the navigator be in contact with the patient on a consistent basis. 
When asked, "How often should they get that support, once a week, once a month?" the 
caregiver responded, "Twice a week." 
Emotional Support. 

What recommendations do patients and caregivers provide regarding counseling 
or emotional support as part of a patient navigation program ? Overall, patients and 
caregivers suggested that the navigator could provide emotional support for the patient by 
providing comfort, alleviating fears, and instilling motivation. One head-and-neck cancer 
patient explained how he would appreciate emotional support, "I'm still going through 
this. So it would be nice to have somebody now. Instead of handling it all by myself." 
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Because patients are often concerned about burdening family members with worry, the 
navigator could be someone that the patient could talk freely to. One caregiver describes 
this idea. 

Interviewer: If somebody was there that wasn't a family member that was 
providing some type of counseling, do you think she [the patient] would be open 
to that? To help her emotionally? 

Caregiver: I think so because our mother doesn't want us to worry. So she'd 
really be able to disclose to another person. 'Cause she thinks, you know, we're 
going to be worried, crying or something. We're going to worry. It's like us, if 
we have a problem, I'm afraid to tell my mom some of the things I've been going 
through because she has enough problems, I don't want to put more on her. I 
think that's how she feels too. She doesn't want to burden us. 
Patients and caregivers recommended that emotional support be available from 
the beginning of diagnosis and throughout a patient's treatment journey. A head-and- 
neck cancer patient explains, 

[The navigator would be involved] just like right after, 'cause that's when the fear 
starts, right after you find out. I mean, because I knew myself that something was 
wrong, and it's just so crazy how sneaky the cancer is because I didn't ever felt 
sick, I didn't feel weak. . . 
Additionally, patients expressed a strong preference for communicating with the 
navigator in person instead of over the phone because they felt that this would strengthen 
the emotional support. A head-and-neck cancer patient noted, "It would be nice to have 
somebody on a personal basis." The navigator should also be open to providing spiritual 
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support if this is what the patient wishes. A head-and-neck cancer patient illustrates this 
idea. 

Interviewer: What kind of programs would be beneficial? 

Patient: For me, since I'm Christian I would say in terms of spirituality, I think 

that, the power of prayer. 

Interviewer: You think that patients should get spiritual help? 

Patient: I think so, whatever their beliefs may be. 

Research Question 4 

What recommendations do health care providers and navigators have for a 
patient navigation program to better assist Latino/a lung and head-and-neck cancer 
patients in their treatment journey? Health care providers and navigators also provided 
information about the role of a patient navigator for head-and-neck and lung cancer 
patients. They also seemed to contribute more detailed recommendations regarding 
specific program factors than did patients and caregivers. 
Program Factors. 

Specifically, what do health care providers and navigators consider to be relevant 
program factors? Program factors include program characteristics, how and when the 
program should be implemented, goals of the program, and tools to be utilized to help 
meet these goals. According to providers and navigators, a patient navigation program 
would need to be organized and flexible. For example, an otolaryngologist asserted, "I 
think it'd have to be an organized system because these people have to be tracked." A 
pulmonologist emphasized that flexibility is also necessary, because there is no one-size- 
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fits-all approach, "It would be important to realize that no one aspect of care is the right 
thing for everybody. So you have to be flexible in terms of what you come up with. . ." 

Providers and navigators also emphasized that a navigation program should make 
sure that each navigator has a good understanding of the system and of the disease and its 
treatment. A pulmonologist describes how navigators should be familiar with the 
healthcare system and its logistical requirements, 

Well I think that in terms of understanding the system, where to get, how to get 

there. The requirements, what things needed to be done. Some things have to be 

done first and some things have to be done second. 
An oncology nurse describes how the navigator program should employ individuals who 
are "more familiar having worked in a health care system, the different procedures that 
are involved rather than as opposed to a lay person who may have to learn what all of 
those things are." Providers and navigators also discussed the importance of the 
navigator having specific knowledge relating to the specific types of cancer and their 
treatments. An oncology nurse noted that a navigator should be "someone who already 
understands the diagnosis, the treatment, the side effects." 

Patient navigators described how they obtained information on the particular 
cancers they worked with through several professional organizations, books, and the 
Internet. Additionally, training within the hospital was seen as valuable, as demonstrated 
by one navigator, "In-house training about the cancer from nurses. That really helped, it 
helped me a lot to understand." 

Providers and navigators agreed that a patient navigation program should be 
implemented at the time of diagnosis, be included in regular team meetings, and be 
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supported by team members. When asked about when the program should be 
implemented along the continuum of care, a radiation oncologist responded, "From day 
one of their diagnosis. Yeah, until the treatment, they are finished. Even the follow-up. 
Some high-risk patients, know that they need to come back, to get examined, to get CT 
scans, MRI." A pharmacist noted that implementation of the navigator was likely to go 
smoothly, "That will be an easy thing to do because I think that the navigators that we 
have now got integrated into the team pretty quickly." Integration of the navigator into 
the health care team was deemed important, as noted by an otolaryngologist, 

Well I think that you'd have to have regular meetings. You'd have to sit down 
with them [navigators] . . . and each week you could go over where we are with 
everybody. And then identify outliers and that type of thing, and they could give 
feedback. But I think maybe, you'd start out with an hour a week just to see if 
that was enough. 
Providers and navigators also noted that the navigation program would need to be 
accepted by members of the health care team for it to be effective. A pharmacist 
illustrates this idea by saying, "I think that if they [team members] don't embrace this 
program, this program will not fly with head-and-neck patients. Either that or it will be 
later in the patient's care and it won't be as effective." 

Providers and navigators identified several potential aims of the patient navigation 
program including: (a) increased patient adherence, (b) timeliness of care, and (c) an 
improved treatment outcome. Participants described how a navigation program should 
facilitate patient adherence by minimizing patients' barriers to care and decreasing 
missed appointments. An oncologist/hematologist expanded on this idea, "Having more 
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patients go smoothly through the system and getting treatment with no missing 
appointments, preventing serious side effects, and no missing follow-ups would make our 
jobs easier." The navigation program could also shorten the time it takes patients to 
complete their treatment after they receive a formal diagnosis of cancer. A radiation 
oncologist explained the importance of timeliness of care, 

But what I want to stress again and again and again is that I want to see the patient 
in a timely fashion. I don't want them to fool around up there, let the tumor grow 
too big, and too late to get cured. 
Timeliness of care is related to another potential goal of the program, increased treatment 
outcomes. For example, a lung surgeon explains, 

Shortening the time from diagnosis to intervention to the final therapy. That 
would be the big thing. Whether or not that would translate immediately into 
survival benefits is hard to say. But if we could see that we're getting through 
more quickly, that would be a success. 
An oncologist/hematologist commented that, "Seeing more successful patients that go 
through chemotherapy with no other social, with no social problems in the middle of 
treatment." 

In order to facilitate the goals of the patient navigation program, key informants 
also suggested the use of cell phones and databases. Cell phones could be used to 
facilitate communication and increase patient accountability, as suggested by an 
otolaryngologist, "Well, I mentioned cell phones. I think communication is very 
important." A patient database could also be utilized in order to keep track of where 
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patients are in their treatment journeys. An otolaryngologist describes the potential use 
of a database, 

Well, a spreadsheet. It says where they are, when they got treatment, like you 
could put dates in there. You can have some way to follow these people, active 
patients that have active disease, patients that are on follow-up, patients that have 
died, so that we know that they're, you know, out of the system. So this is 
something like a simple database, that shows when they went to tumor board, 
when they started radiation therapy, when they started chemotherapy. 
Navigator Role. 

How do health care professionals and navigators conceptualize the role of the 
patient navigator? Providers and navigators described navigators as assisting patients 
with scheduling, transportation, connecting patients to resources, and providing 
emotional support and translation services while tying up loose ends such as refilling 
medications. They can also help coordinate patient care, follow up with patients and 
providers, and serve as a communication intermediary between collaborating institutions. 
Navigators should help patients get faster appointments via direct referrals and then 
remind patients of these appointments to ensure timeliness of care and patient adherence 
to care. One navigator explains how direct referrals help patients get seen by providers in 
a timely manner, 

Our patients who were gonna go in chemotherapy and had dental issues that 
needed to be seen immediately. We have to go through the appointment line and 
the dental clinic, and it was a real nightmare. So, after I think many, many 
instances where we were complaining about that, that it was impossible to get 
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chemotherapy patients into the dental clinic, they decided to do a direct referral. 
The oncologist will actually call the dental clinic and get the patient in. Because 
what ended up happening is they would wait for two to three months, by then the 
issues would get so bad that they would have to se seen as an emergency patient. 
Providers and navigators also recommended that navigators should connect 
patients to resources that reduce transportation barriers to the safety net hospital and its 
collaborating institutions. A pulmonologist commented, "I think some of our patients are 
challenged by lack of ability to get transportation because their family members are 
working all the time and it's really complicated." A pharmacist explains how 
transportation may be an especially serious barrier for patients receiving treatment at a 
collaborating institution, 

So with head-and-neck cancer patients, transportation. I mean if we could find 
assistance to get transportation involved with these patients so that they could get 
to the radiation appointments because they're having to go to [the collaborating 
institution] and that's a long ways. 

Another commonly identified role of the navigator was to be knowledgeable 
about and connect patients to resources. Providers and navigators recommended that 
navigators help with locating financial resources for patients, as illustrated by one current 
navigator, "I think one of the things we help during treatment is to help apply for 
financial assistance because that's the right time to apply. Patients are just not able to fill 
out the applications." Participants also suggested that navigators assist patients with 
procuring other resources. For example, a pulmonologist noted, "I think assistance with 
accessing support for medical treatment. So, assistance with identifying sources of 
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funding, translation, and a substitute for family being an advocate for the patient who 
understands English. That would be very helpful." 

Emotional support integrated into the patient navigation program was a key 
recommendation provided by key informants and navigators. Navigators should relate to 
patients and provide emotional support and encouragement to them on a personal basis 
throughout their treatment journey. An otolaryngologist commented that "somebody that 
could speak the language and have a one-on-one interest" would be helpful to patients, 
pulmonologist described how navigators could identify concerns that are not being 
communicated to the physician, 

And then I think having somebody they could talk to that wasn't a doctor who 

could identify their concerns and things that aren't getting through to the 

physician. Because I think there is a certain lack of trust between the physicians 

and patients when the cultures are different. 

Navigators and providers suggested that more extensive English-Spanish 
translation services could improve patient-provider communication and could relieve the 
burden on the patients' family members. A navigator explained that, "so usually what 
they [patients] say, if you can help us to find a translator so my family member doesn't 
have to miss work that will help the patient a lot." A radiation oncologist described how 
a navigator could be, "somebody in between to translate and to tell the patient what to do, 
and what all the recommendation and the logistics also, so the patient will not miss 
appointments." 

Miscellaneous logistical issues often impede patients' treatment, so providers and 
navigators recommended that navigators could help tie up these loose ends. For example, 
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one navigator noted, "At [the safety net hospital], we're constantly trying to fill in the 
gaps." Navigators could ease the stress of patients and family members by taking care of 
loose ends such as dealing with refilling prescriptions. A pharmacist describes how a 
navigator could help in this area, 

Well its not really my role, but they [navigators] can help with medications and 
they do, I mean, the navigators that we have for other areas, you know, one of the 
navigators helped me just yesterday or the day before that just said, 'Hey, I just 
asked for a refill on this medication but they can't fill it 'til tomorrow and she's 
out of meds today, what do I do?' and I told her what to do and she's like, 'Ok, 
fine, thanks' and she took care of it. I just answered one question and she took 
care of it. 

Providers and navigators also suggested that navigators could help coordinate 
patient care by helping them transition more smoothly between different health care 
providers. Direct referrals, which were previously discussed, can help navigators 
coordinate and streamline patient care. One navigator described how navigators can help 
streamline care by helping patients deal with comorbid conditions, 

Well, our cancer patients also have to, most of the time they walk in without 
having a dental appointment or they haven't addressed their blood pressure issue 
or any comorbidity issue for a long time. So, even though chemotherapy is not 
stalled for some of these things, we get them into their primary care physician and 
then we get them into these other appointments too. 
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Navigators can also facilitate communication between the collaborating institutions to 
help coordinate patient care. One radiation oncologist at a collaborating institution 
explains, 

If each patient got registered into this system navigation or whatever you call it, 
say well there is patient, communicate diagnosis of tonsil cancer and the plan is, 
we're gonna do surgery first, if we decide to do surgery, when is the surgery, 
when is the surgery done. There is somebody to follow up say, 'Well, yeah, what 
we need to do, treatment's done' or 'This patient needs radiation.' You know, 
radiation, they make a referral as soon as possible and if the patient needs to see 
them, two weeks. . . after radiation, I think probably, obviously if you set up a 
system here you have guidelines and stuff like that, and just follow through each 
patient until treatment is done, or for whatever reason, they don't need any 
treatment or anything. 
Navigators should follow-up with patients throughout their treatment journeys in order to 
ensure treatment adherence. An otolaryngologist described the difficulty providers often 
have following up with patients and how navigators may help this process, 

It's accountability. You know, we need to be accountable to our patients in some 
way. And there are many times, if the patient doesn't show, you send them a 
registered letter, well, even registered letters may not get to the patient. But if we 
have kind of someone that says, 'Well, you know, I spoke with him two weeks 
ago, and this is what he was planning on doing. . . ' I mean somebody who 
communicates and kind of knows. . . 
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The patient-navigator ratio was addressed by one key informant. This 
otolaryngologist suggested, "I think that, you know, one person can probably handle 
maybe 10 people, or 8 people, or something like that. 

Key informants and navigators provided many recommendations for a patient 
navigation program for Latino/a head-and-neck and lung cancer patients. Their 
familiarity with the health care system allowed them to provide specific suggestions 
regarding program factors such as characteristics of the program, how and when the 
program should be implemented, aims of the program, and tools to be utilized to be 
utilized to reach these goals. Key informant and navigators conceptualized the role of the 
navigator as multi-faceted, in which the navigator could assist patients with scheduling, 
connecting them to resources, tying up loose ends, removing the language barrier, and 
providing emotional support. Furthermore, key informants and navigators might be able 
to help coordinate care by helping patients transition more smoothly between health care 
providers and collaborating treating institutions. 
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CHAPTER IV 
DISCUSSION 

The purpose of this study was to better understand the treatment journey of 
Latino/a head-and-neck and lung cancer patients receiving health care services at a safety 
net hospital system. In addition, an aim of the study was to combine the information 
gained with specific patient navigation program recommendations that could inform an 
intervention to improve treatment outcomes for these patients. Patients and caregivers 
described their journeys through diagnosis and treatment, including any problems 
encountered along the way and how they perceived their interactions with providers and 
staff. Key informants and navigators explained how the complex structure of the health 
care system, treatment options, outside resources, collaboration between treating 
institutions, and their roles as health care providers affect the care of these patients. 
Recommendations for a Patient Navigation Program 

Overall, patients and caregivers described their treatment journeys as complex, 
and many of them still seemed somewhat confused about the exact processes they 
underwent. They also provided information about several problems they encountered 
between diagnosis and treatment, including transportation issues, financial problems, 
communication difficulties, and adherence to treatment due to fear, treatment side effects, 
and not seeing any improvement. Patients and caregivers and key informants and 
navigators all suggested that patient navigators should specifically help patients 
overcome barriers such as these. Transportation assistance was noted by all participants 
as a crucial aspect of the navigator role, as was a connection to resources that could help 
with other issues, such as financial problems. Another commonly identified aspect of the 
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navigator role was to facilitate communication between patients and providers, which 
may or may not involve translation services. Both groups of participants also noted that 
the patient navigator should be knowledgeable about cancer, its treatment, and side 
effects so that they could help educate patients and let them know what to expect along 
their treatment journeys. Patients and caregivers also identified fear and lack of 
noticeable improvement as barriers to treatment adherence. These barriers could be 
addressed through patient education and emotional support, both of which were identified 
as important navigator roles by all participants. 

Due to their familiarity of the health care system, key informants and navigators 
provided additional recommendations for how a navigation program should be devised 
and integrated into the current system. For example, these participants described how a 
patient navigation program would need to be organized yet flexible, and navigators 
would need to have a thorough understanding of cancer and the health care system in 
general. They also recommended that the program would need to be implemented at a 
patient's diagnosis, and that providers from all relevant departments would need to 
communicate and embrace the program for it to be successful. Providers agreed that 
increased adherence, timeliness of care, and an increased cure rate would be ideal, 
measureable goals for the program. Communication between providers, departments, 
and collaborating institutions was also emphasized. It is important to consider these 
specific recommendations when designing the program, as the key informants and 
navigators who provided these suggestions are intimately familiar with how the health 
care system operates on a daily basis and have unique insight into what is likely to make 
a program successful or not. 
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Many extant patient navigation programs (e.g., those created by Battaglia et al., 
2007; Ell et al., 2007; Ferrante et al., 2007) emphasize that the role of the navigator is to 
primarily assist patients in overcoming various barriers to timely and appropriate care. 
Consistent with prior research, the recommendations gathered in this study suggest that 
the patient navigation program should adopt a barrier-focused perspective. Participants 
described a wide variety of barriers that the navigator could help patients overcome, such 
as transportation difficulties, financial problems, and issues with patient-provider 
communication. Furthermore, it was suggested that navigators could help patients by 
providing emotional support, connecting patients to community resources, providing 
patient education, helping patients schedule appointments and providing appointment 
reminders, and assisting with paperwork. These barriers are all commonly addressed in 
extant patient navigation programs for a variety of underserved populations (e.g., 
Battaglia et al., 2007; Ferrante et al, 2007; Frelix et al., 1999; Schwaderer & Itano, 2006; 
Steinberg et al., 2006). 

Key informants and navigators in the current study also emphasized the 
importance of following up and coordinating patient care between providers and treating 
institutions as a key component of the navigator role. Coordination of care has been 
included as a navigator role in previous patient navigation programs (e.g., Battaglia et al., 
2006; Steinberg et al., 2006), but it has not been emphasized as a key and important 
component of the patient navigator role as it was suggested by the results of the current 
study. Furthermore, the vast majority of patient navigation programs focus on 
coordinating care of cancer screening (e.g., Jandorf et al., 2005; Nash et al., 2006) or 
coordinating adherence to care after receipt of abnormal screening result (e.g., Battaglia 
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et al., 2006; Ferrante et al., 2007). As mentioned earlier, the treatment of head-and-neck 
and lung cancer patients often requires complex care, involving providers from several 
medical specialties. It is likely that patient follow-up and coordination of care is a critical 
component of a navigator's role when working with the treatment of head-and-neck and 
lung cancer patients in particular to ensure that care is received in a continuous, timely 
manner. The Latino/a patients and caregivers in this study also specifically noted the 
importance of spiritual support as a key piece of an emotional support or counseling 
component of a patient navigation program. Previous patient navigation programs have 
not emphasized spiritual support, but it appears that this may be an important topic to 
consider in programs designed specifically for low-income Latino/a patients. 

Patient navigators are often thought of as distinct from other professionals with 
similar roles (e.g., social workers, case managers, and community outreach workers) 
because they are typically concerned with individual patients and take on a reactive role 
(Dohan & Schrag, 2005). Patient navigation program recommendations from patients 
and caregivers, as well as key informants and navigators, generally reinforced this idea. 
As previously noted, many recommendations focused on helping patients overcome 
barriers to care once they were encountered, such as tying up loose ends or helping to 
solve transportation problems for patients. However, it is also interesting to note that 
patients and caregivers and key informants and navigators also suggested some aspects of 
the navigator role to be more proactive. For example, providers and navigators explained 
how the decentralized scheduling system made it more difficult for patients to be seen by 
different departments in a timely manner. One suggestion for a navigation program was 
that navigators should be more proactive by helping patients get appointments more 
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quickly via direct referrals, as well as remind patients of these appointments to decrease 
their missed appointment rates. Actively following up with each patient and ensuring 
that any referrals are made within a timely manner could also help coordinate care and 
help patients make it through their treatments without unnecessary delays. One head- 
and-neck cancer patient also suggested that the navigator role could be more proactive in 
that this person could provide information about potential resources to patients up front, 
hopefully before any serious difficulties or barriers prevented the patient from continuing 
on their treatment journey in a timely manner. 

Key informants and navigators in the current study also addressed the 
characteristics of the ideal patient navigator. Specifically, key informants and navigators 
noted that navigators should speak the language of the patient and share a common 
cultural identification. Patients and their caregivers also emphasized these characteristics. 
First, several patients and caregivers described the importance of the navigator in 
removing the language barrier and facilitating patient-provider communication. A head- 
and-neck cancer patient specifically described how patient mistrust of providers 
sometimes occurs when the cultures and languages are not the same; thus, an ethnically 
and linguistically concordant navigator may be most desirable. These findings are 
consistent with the characteristics of navigators in other patient navigation programs that 
emphasize the importance of ethnic and/or linguistic concordance between navigators and 
their patients (e.g., Battaglia et al., 2007; Ell et al., 2007; Jandorf et al., 2005; Steinberg et 
al., 2006). 

An interesting discrepancy emerged between the responses of the patients and 
caregivers and key informants and navigators regarding the quality and timeliness of 
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patient care. Overall, patients and caregivers seemed to be satisfied with the care they 
received during their treatment journeys. However, many key informants and navigators 
described how several aspects of the health care system could be improved through a 
patient navigation program to provide these patients with more timely and appropriate 
care. For example, key informants and navigators described how the complex process of 
enrollment and transitioning between different healthcare specialties negatively affected 
timeliness of care. Key informants and navigators identified how a more centralized 
system with better communication between departments and between collaborating 
institutions could help ensure the best quality of continuous care for patients. These 
participants identified that a patient navigator may be useful in helping to bridge the 
communication gaps between departments and institutions. Improved availability of 
print materials, written in Spanish at an appropriate literacy level for patients, was also 
noted as a way to improve patient care. 

The difference between the responses between patients and caregivers and key 
informants and navigators about the quality of care these patients received could be due 
to several reasons. One explanation is that key informants and navigators are simply 
more familiar with the health care system, and thus, can more accurately pinpoint 
difficulties within the system. Key informants and navigators were also able to draw 
upon their experiences in working with many patients over the years in their roles as 
providers. Furthermore, many key informants and navigators with a higher socio- 
economic status are more likely to have adequate health care coverage and receive more 
timely care than many of the patients in this sample. As such, the key informants and 
navigators might have had higher expectations of the health care system in general. 
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These providers are also more likely to be familiar with the high standards of other health 
care institutions that are often perceived as "superior" to the safety net hospital. 
Alternatively, patients and caregivers felt fortunate to have received any care at all 
because of their overall lack of financial resources and absent or inadequate health care 
coverage. Medically underserved patients such as low-income Latino/as commonly 
receive sub-adequate care (e.g., Biffi et al, 2001; CCC, 2005; Shavers & Brown, 2002); 
thus, they are likely to have much lower expectations of the quality and timeliness of care 
provided to them. 

Limitations 
The design of this study elicited in-depth information from patients and caregivers 
who are affected by disparate cancer care and providers and navigators who are invested 
in solving these disparities. Although the information gleaned from this research 
provided valuable information and insight, there were some limitations to the study that 
should be addressed. First, potential researcher bias could have impacted the interview 
questions and interpretation of the data. The researchers took measures to standardize the 
coding procedures and interpretation of results during data analysis in order to reduce the 
impact of researcher bias. For example, all data was coded by two independent 
researchers, whose work was subsequently reviewed by the rest of the research team to 
ensure consistency. The heterogeneity of the patient and caregiver samples in terms of 
age, gender, level of education, and length of time in the United States may be considered 
an additional limitation of this study, as the unique experiences of specific groups may 
have been lost as a result of considering information from all participants. For example, 
it is possible that the treatment journey experiences of individuals who have lived in the 
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United States for their entire lives differ from the experiences of those who have spent a 
smaller portion of their lives in this country, perhaps due to a wide variety of factors 
including differences in cultural beliefs, language preference, and immigration status. 
Similarly, the experiences of younger adults versus older adults, males versus females, 
and highly educated patients versus patients with less education may differ in important 
ways that the current study did not capture. 

Additionally, the term "Latino/a" was loosely defined in this study, and thus, 
within-group differences (e.g., level of acculturation, generation) were not taken into 
account. It is also important to consider that the vast majority of the patients interviewed 
were cancer survivors. Patients were asked to reflect back on their entire experience 
through their cancer care, and it is possible that this resulted in recall bias. Also, the 
treatment journey experience of the patients in this study may differ from those patients 
who did not reach survivorship. Thus, it would be beneficial for future studies to include 
input from patients representing various stages in the cancer care continuum. Lastly, this 
study did not examine the unique impact of socio-economic status on these patients' 
treatment journeys even though many of the barrier and problems encountered are related 
to these patients being medically underserved. Most patients were of a low-income 
background, and it would be interesting to parse out the unique contributions of low 
socio-economic status versus the unique contribution of the Latino/a identity in a 
patient's treatment journey. 

Contributions and Future Directions 

The results of this research add to the literature on patient navigation and cancer 
care among the medically underserved in several ways. First, it focused shed light on the 
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treatment journey experiences of low-income Latino/a head-and-neck and lung cancer 
patients. There is a dearth of information about this population in the current literature, 
which is concerning for several reasons. First, as previously described, Latino/a cancer 
patients in particular experience poorer outcomes (CCC, 2005; Shavers & Brown, 2002). 
This is especially concerning for those with head-and-neck and lung cancers because 
these cancers are associated with worse prognoses and require more complex care than 
other cancers, leading many patients to face several physical and psychosocial challenges. 

Furthermore, extant patient navigation programs have typically not focused on 
helping patients move from diagnosis through the end of treatment. This study was 
unique in that it gathered patient and caregiver experiences of the treatment journey, in 
addition to specific recommendations about a patient navigation program. This direct 
input from Latino/a patients and their caregivers can be used to inform an intervention 
that is culturally appropriate for this population. Information from key informants and 
navigators provided a more complete picture of what a patient navigation program might 
look like and how it might be integrated into the current health care system. The results 
of this study can be used to guide the creation and implementation of a patient navigation 
program for this population at a safety net hospital similar to the one from which data 
was collected. It can also be used to understand the experiences of low-income Latino/a 
cancer patients in general. 

Future research should address the weaknesses and build upon the strengths of 
this study while continuing to investigate the factors affecting Latino/a head-and-neck 
and lung cancer patients' experience of diagnosis and treatment. Particular attention 
should be paid to the psychosocial difficulties experienced by these patients, with a focus 
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on devising specific strategies or interventions to ameliorate these issues. Future studies 
may also examine different methods of mental health care delivery for this population, 
including who should deliver this care (e.g., navigator or a separate therapist), how this 
care should be delivered (e.g., in-person or over the phone), and when this care should be 
implemented to be most effective. Interventions should be systematically devised, 
implemented, and evaluated in efforts to improve outcomes for similarly underserved 
patients whose survival lags behind other patients with these types of cancers. 
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APPENDIX A 
Questions for Patients and Caregivers 

1 . Please tell us your first name and when you first found out you had cancer. Then 
please tell us when you began your treatment. (Use calendar as a visual aid.) 

2. First we're going to look back and talk about your experience here at DH from the 

very first moment when you heard that your ( test) result was not normal 

and you needed additional testing. Let's focus on this point in time, when you 
first learned something might be wrong but hadn't yet learned about your 
diagnosis. 

o Looking back, to the time point when you found out you had an abnormal test 

result, what might have made this experience easier or better for you? 
o Are there things that your health care providers could have done that would 
have helped: 

o You during this time 
o Your family during this time 
o Are there things about the medical doctor, nurse or other staff that made it 

difficult for you to get the care you needed or other things that you needed? 
o Some things may get in the way and delay people going back to the doctor 
after they find out they have an abnormal test result. 

o Tell us about anything that might have delayed you going back in. 
(personal circumstances, other things happening in your life) 
o What DID help you during this very stressful time? 

o Someone who helped you that made a difference? 
o Something you did yourself? 
o During this time, what was most important to you? 

o Quickly knowing whether you had cancer or not? 
o Understanding everything that was going on around you? 
o The financial cost? 
o Can you tell a little bit about how you decided to go ahead towards treatment? 

How did you make these decisions? 
o Can you think of anything else that would have helped you? 

3. Now let's move ahead to the time point when you were told that you had cancer 
but you had not yet started treatment. Keeping this experience in your mind for a 
moment, let's talk about what might have helped make this experience easier or 
better. 

o Looking back, what would have helped you when you learned about your 
cancer diagnosis? 

o Information 

o Support - someone to talk with 

o Better access to my health care provider 
o Some things may get in the way and delay people beginning treatment. 
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o Please tell us about anything that might have delayed you in making 

treatment decisions or beginning treatment. 
o After you learned of your diagnosis, what would have helped you 
while you were making decisions about treatment 
o Information 
o Someone to talk with 

o Better access to my health care provider (answer my questions, 
etc.) 
o Are there things that your health care providers could have done that 
would have helped: 

o You in your decision-making about treatment 
o Your family during this time of diagnosis and treatment 
o Are there things about the medical doctor, nurse or other staff that 
made it difficult for you to get the care you needed or other things that 
you needed? 
o What DID help you during this very stressful time? 

o Someone who helped you that made a difference? 
o Something you did yourself? 
o Anything else that would have helped you? 

4. Looking back over the time you were in treatment, whether it was chemo, 

radiation, surgery, or any combination of these, what would have helped you get 
through your cancer treatment? 

o Information 

o Transportation 

o Better access to my health care provider 

o Someone to answer my questions 

o Support and information about insurance 

o Financial resources— rent, other expenses 
o Are there things your health care providers could have done that would have 
helped: 

o You during treatment? 

o Your family during your treatment? 

o Anything else that would have helped you? 
o Are there things about the medical doctor, nurse or other staff that made it 

difficult for you to get the care you needed or other things that you needed? 
o What DID help you during this very stressful time? 

o Someone who helped you that made a difference? 

o Something you did yourself? 



5. This question is specific to your experience as a Latino/a. We would like to know 
if there are aspects of your cultural background, beliefs, or ways of doing things 
or communicating that need to be considered when you receive treatment for your 
cancer, specifically: 



69 



o How should family members be included or not in the treatment 

decisions? 
o Are there some particularly inappropriate or discouraging ways of doing 

things or communicating that makes Latino/as distrust their providers or 

the system? 
o What cultural aspects need to be understood and respect for Latino/a 

patients? 
o What behaviors or ways of communicating would show respect for your 

culture or your people that you would like to see or receive during your 

treatment care? 
o Should other community supports be included for some Latino/a patients, 

for example clergy or providers of alternative medicine (e.g., herbalist, 

curandero/a). 

6. We need your help in figuring out how to help people with some of these things 
you talked about earlier. We've thought about a program where you may have a 
trained person help you through the process from the moment you have an 
abnormal test result, and, if you do have cancer, who will help you through the 
time of diagnosis, treatment decisions and treatment. 

o What kinds of services would be helpful? 

o What else could this program provide to help people from first moment of an 

abnormal test through to the end of treatment? 
o We'd really like your ideas for naming this staff person who will be helping 

patients. What would you call this position? 

7. This last question is about the possibility of receiving counseling support through 
the telephone. This would be a program where you could get professional support 
and information over the phone at two key points during the cancer experience. 

o What would it be like to receive counseling and assistance over the phone: 
o after you hear you have abnormal test results? 
o when you find out you have cancer and you're making decisions about 

your treatment? 
o would it be helpful if this person also helped you get ready/prepare for 

treatment? 
o What should this program look like? What should be included? 



Is there anything we've forgotten to ask that you think we should know about creating a 
program like this? 
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APPENDIX B 
Questions for Key Informants 



Introduction 



We are designing a program to help improve the timeliness, cultural proficiency and 
coordination of oncology care for Denver Health providers and their Latino/a patients 
affected with lung and/or head-and-neck (H&N) cancers. We would like to hear your 
insights about what currently works and doesn't, your ideas on what might help improve 
the experiences of your patients with these cancer as they move through the process of 
care, as well as how this program could improve your ability to provide quality care to 
these patients. 

1 . Please describe your role, especially as it relates to screening, diagnosis and 
cancer treatment within the Denver Health system. How long have you been in 
that role? 

2. How long have you been providing this type of care to patients? In any other 
settings or organizations? [If so, where else besides DH?] 

3. What barriers do patients experience in accessing and receiving cancer diagnosis 
and treatment for lung and/or H&N cancers within Denver Health? 

4. What aspects of this care work particularly well for patients in Denver Health? 

5. In your opinion, what patient factors have the greatest impact on their ability to 
access and participate in their cancer care? 

6. What causes the most difficulty for you in providing the care that you think these 
patients need? 

7. What is particularly helpful to you as a provider? 
o team communication? 

o print materials? 

o weekly division meetings? 

8. What are the holes or gaps in the overall system of oncology care at Denver 
Health that affect you and your patients the most? 

9. What about the current system is most beneficial to you and your patients? 

10. What might help improve the experiences of Denver Health cancer patients? 

1 1 . What ethnic/cultural factors play a role when working with Latino/a patients 
based on your experience with these patients? 
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12. What socioeconomic (financial or educational) factors play a role when working 
with Latino/a patients based on your experience with these patients? 

We want to provide recommendations to design a program that is based on the 
concept of patient navigation, where Denver Health staff will assist patients in 
understanding and accessing the necessary resources within Denver Health. Besides 
that support, this program might include a telephone support service to provide 
information and decision support for patients to augment the assistance they receive 
from the on-site patient navigator for lung and/or H&N cancers. 

13. What do you think about this idea of adding staff to reduce internal and external 
barriers experienced by this population? 

14. How do you think these staff could help your patients? 

15. What features should be included in this program? 

16. What would demonstrate the program's success to you? 

17. How could this patient navigator be integrated into your medical team? 
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APPENDIX C 
Questions for Patient Navigators 

Welcome 

Hello to everyone, welcome and thank you for agreeing to be part of our focus group. 

Introductions 

First of all, let me introduce our team: I'm ( name of facilitator ) and this is ( name of co- 
facilitator ). Our stenographer for the evening is ( ) — she'll be keeping track of our 

discussion this evening. We're working on a project through Denver Health. The project 
is to provide suggestions to develop at DH a Patient Navigation program for Latino/a 
patients affected with lung and/or head-and-neck (H&N) cancers. So that's why we're 
here tonight — to get your ideas and opinions about the things you think we should 
include in a Patient Navigation program. 

The way we look at it, YOU are the experts — you are involved in the day-to-day 
implementation of a Patient Navigation program for breast, prostate, and colorectum. 
You've been invited here tonight to give your opinion as a person who has experienced 
with the process of navigation at DH. We value your opinions and want you to know that 
what people tell us during these groups will be used to help plan this new program. 

Ground rules 

Before we begin, let me mention a few things about how we usually conduct the groups: 

1) I will be the facilitator for the group. My role is to ask the questions we have for the 
group, and to encourage everyone to participate. I won't be doing much talking, but 
may ask you to explain more or to give an example. Also, it's my job to see that 
everyone has a chance to voice their opinions, as well as to keep us moving along so 
that we have time to discuss all of the questions. So, at times, it might seem as 
though I am cutting you off, and this is not meant to be rude but rather to make sure 
that we have time to hear from everyone on each question. Since we only have two 
hours, we won't have time to hear many details of each person's situation. We know 
that you have each been through your own experience and that sharing your 
experience with others can be helpful. We hope you'll understand that for these two 
hours we will ask you to focus on the questions asked. You can take extra time after 
the group is finished to talk more with each other if you wish. We want to thank 
each of you for being here, so please know that we value your ideas and comments. 

2) It's really important that everyone hear this: THERE ARE NO RIGHT OR WRONG 
ANSWERS! ! ! Each person's experiences and opinions are valid, and we want to 
hear a wide range of opinions on the questions we'll be asking. So, please speak up, 
whether you agree or disagree with what's being said, and let us know what you think. 
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3) Sometimes participants bring up sensitive issues during these discussions, and we 
want to be sure that everyone agrees before we begin the group that anything of a 
personal nature that is mentioned in this room will NOT be repeated to others outside 
of this discussion group. Can I see a nod from everyone showing me that you agree 
with this confidentiality ground rule? (If anyone is not willing to give their consent to 
confidentiality, they may be excused from the group.) 

4) Let me tell you about our recording process. As you can see, is here to record 

our discussion. We usually record these focus groups because we want to capture 
everything that all of you say, and we simply can't write fast enough to get it all 
down. We use first names only in the transcript, and when we put together the results 
from all the groups, we don't include any names. 

It is VERY IMPORTANT that we speak ONE AT A TIME, so that ( name of 
stenographer ) can hear everything that is said. So, now that you know what our 
process is, is everyone OK with being recorded? 

5) Let me mention before we start, that we plan to be finished with our discussion by 
( time ), and then we have a brief survey for you to complete. It will take 5 minutes at 
the most. When you have completed the survey, we will collect the survey and at that 
point, you will receive the gift card as our thank-you to you for participating in our 
group tonight. The very last thing we need to ask of you is your signature to show 
that you received the incentive. Are there questions about any of this? 



Focus Group Questions 

8. Please tell us your first name and when you first began working at DH and 
whether this is your first job a patient navigator (Use calendar as a visual aid.) 

9. First we're going to look back and talk about your experience here at DH from 
when you first starting working a patient navigator. Let's focus on this point in 
time, when you first learned what a patient navigator does and began working 
here as such. 

o Looking back, to the time when you were explained what a patient navigator 
does. What did you understood your role was? What were you supposed to do 
that was different from other staff at DH (nurses, social workers, etc)? 

o Are there things that should have been explained to you that would have made 
your job/role more clear to you? 
o Any particular training? 

o More time with your supervisor? 
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10. Now let's move ahead to the time when you had a few months to get a handle for 
what is expected of you as a patient navigator. Think about the time when you 
realize what it takes to fulfill your job and the experiences you have had since. 

o Was there anything or anyone in particular that helped you understand 
better what it is that you are expected to do for DH patients? 

o Are there things about the way the medical team (doctors, nurses, etc) is 
structured or established that makes your role confusing or less clear? 

o Some things may get in the way of doing your job as you are expected to 
do it, what would be some examples of the obstacles that you see at DH? 

o Some things might make your job as easier or facilitate doing what you 
are expected to do, what would be some examples of these at DH? 

o If there was anything that you could change to be able to more easily do 
your job as you are expected, what would that be? 

1 1 . Think about the different times or phases that patients go through when they are 
in treatment, whether it is chemo, radiation, surgery, or any combination of these, 
what do you think helps them the most to get through their cancer treatment? 

o Information 

o Transportation 

o Better access to their health care provider 

o Someone to answer their questions 

o Support and information about insurance 

o Financial resources— rent, other expenses 

o Are there things that you think could be done better for patients at DH that 
could particularly help them: 

o During their treatment? 

o Their family during their treatment? 

o Anything else that could help them? 

o Are there things about the medical doctor, nurse or other staff that makes it 
difficult for patients to get the treatment care they needed? 
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o When you see that patients encounter these difficulties (mention a few 
examples from answers to previous questions) is there any one among the 
staff that you feel you can talk to or that you think you would talk to in order 
to remove or address difficulties and be able to better help patients? 

12. These questions are specific to your experience working particularly with Latino/a 
patients. We would like to know if there are aspects of their cultural background, 
beliefs, or ways of doing things or communicating that need to be considered 
when they receive patient navigation services, specifically: 

o How should family members be included or not in the navigation process? 

o Are there some particularly inappropriate or discouraging ways of doing 
things or communicating that makes Latino/as distrust receiving help? 

o What cultural aspects need to be understood and respected for Latino/a 
patients when providing services to them? 

o What behaviors or ways of communicating would show respect for their 
culture or their people that they would like to see or receive during their 
treatment care? 

o Should other community supports be included for some Latino/a patients, 
for example clergy or providers of alternative medicine (e.g., herbalist, 
curandero/a) to help patients cope better with their treatment? 

13. We need your help in figuring out how to create a patient navigation program for 
Latino/a patients who have lung or head-and-neck cancers. It is okay if you do not 
know much about these cancers, as we need to figure out what type of training 
you would need to then help such patients through navigation. 

o First, do you know about Lung cancer and its' treatment? 

o Do you know about head-and-neck cancers and its' treatment? 

o What type of training or information that you have sought have helped you to 
better understand a particular type of cancer and its treatment? 

o In general, the treatment that lung and head-and-neck cancer patients receive 
tends to be more complex than those for patients with other cancers. For 
example, lung and head-and-neck cancer patients might have to receive help 
from the eye doctor, the dentist, or speech specialists. Would helping patients 
coordinate these services be something that a navigator could do? Is it too 
much and what would you need to fulfill your role? 
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Is there anything we've forgotten to ask that you think we should know about creating a 
program like this? 
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APPENDIX D 



Patient and Caregiver Socio-demographic Questionnaire 



Section I 



1 . Your age? 



[Years] 



2. Your current marital status? [Circle one] 

Never married Married Divorced 

Widowed 



Separated Living Partner 



3. Where did you do most of your schooling? 
USA 



Latin America 



or 



4. Place an 'X 
completed: 


' in the box that best described the highest level of education you 




Grade School 


High School 


Col 


lege 


Post 
Graduate 


1 


2 


3 


4 


5 


6 


7 


8 


9 


10 


11 


12 


1 


2 


3 


4 





































5. Are you now employed? Yes No 

6. What is/was your occupation? 



Retired? Yes No 



7. Do you have: 
Medicare? Yes No Medicaid? Yes No 

No 



Private insurance? Yes 



8. Circle the range that best describes your monthly income? 

Less than $1,000 $1,001 - $1,500 $1,501 - $2,000 $2,001 - $2,500 

More than $2,501 



9. How many people live in your household? 



10. How long have you lived in the United States? 
years 

1 1 . What is your zip code? 



All my life 
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Section II 






1 . When were you/the patient first diagnosed with cancer? month 


year 


2. What type of cancer was diagnosed? 
and-Neck 


Lung 


Head- 


3. Did you/the patient have surgery? 


Yes 


No 


4. Did you/the patient have chemotherapy? 


Yes 


No 


5. Did you/the patient have radiation therapy? 


Yes 


No 


6. Did you/the patient have biolog 


ical therapy? 
Section III 


Yes 


No 


1 . Do you speak > 








Only Spanish Spanish better 
than English 


Both Spanish 
and English 
equally well 


English better 
than Spanish 


Only English 



2. Do you read — > 



Only Spanish 



Spanish better 
than English 



Both Spanish 
and English 
equally well 



English better 
than Spanish 



Only English 



3. Was your early life [childhood and teenage years] spent in — > 

Only in Latin- America Mostly in Equally in Latin- America Mostly in the 

Only in 

Latin- America and the USA USA 

USA 



4. Is your current circle of friends- 



-> 



Almost all Mainly Equally Hispanics Mainly Non- Almost all 

Hispanics/ Hispanics/ & Non-Hispanics Hispanics from from USA 

Latinos Latinos from the U.S A. the U.S A. 



79 



5. In relation to having an Hispanic/Latino background, do you feel — > 

Very Proud Proud Somewhat Little Pride No Pride 

Proud 
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APPENDIX E 
Key Informant Socio-demographic Questionnaire 

1 . Do you consider yourself to be (check one) : 

• Hispanic or Latino 

• Not Hispanic or Latino 

2. Which of the following categories best describes you (check all that apply): 

American Indian/Alaska Native 

Asian 

Native Hawaiian or other Pacific Islander 

White 

Black or African American 

3. How long have you been working with Denver Health patients? 

4. What is your medical specialty? 

5. For MDs: What year did you finish your residency program? 



6. For RNs: When did you finish nursing school or advanced practice training (i.e 
NP)? 

7. Gender: Male Female 
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APPENDIX F 
Patient Navigator Socio-demographic Questionnaire 

1 . Gender: Male Female 

2. Do you consider yourself to be (check one): 

• Hispanic or Latino 

• Not Hispanic or Latino 

3. Which of the following categories best describes you (check all that apply): 



American Indian/Alaska Native 

Asian 

Native Hawaiian or other Pacific Islander 

White 

Black or African American 



4. How long have you been working with Denver Health patients? 

5. Have you worked as a Patient Navigator before? Yes No_ 



If yes, where have you worked as such before? 

If yes, for how long have you worked as Patient Navigator? 



6. Place an 'X' in the box that best described the highest level of education you 
completed: 



Grade School 


High School 


Col 


lege 


Post 
Graduate 


1 


2 


3 


4 


5 


6 


7 


8 


9 


10 


11 


12 


1 


2 


3 


4 





































7. Do you speak- 



-> 



Only Spanish 



Spanish better 
than English 



Both Spanish 
and English 
equally well 



English better 
than Spanish 



Only English 



8. Do you read — > 
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Only Spanish Spanish better Both Spanish English better Only English 

than English and English than Spanish 

equally well 
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